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Abstract 
Although much is known about caregiving by family members, there is little evidence 
on which to plan supports for adult family members of caregivers for relatives with dementia. 
The purpose of this study was to gain insights into the experience of being an adult family 
member of someone who provides care to a relative with dementia.  
This study used a qualitative descriptive approach to answer the research question: 
What are the experiences of adult family members as their family members provide care to a 
relative with dementia? Eight family members in a mid-sized Canadian city were interviewed. 
The findings show that caring for a relative with dementia has positive and negative impacts 
on other family members. The negative impacts were primarily characterized as strained 
relationships. Despite the negative impacts, family members remained committed to 
providing support to the caregivers. Implications for both practice and future research are 
discussed.  
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Chapter 1: Overview 
Family members’ responsibility of providing care for relatives with dementia is 
increasing (Hou, Lai, Chung, Sham, & Yeung, 2015). Research reveals that this is as a result 
of individuals living longer, the high cost of medical care, the increasing number of 
individuals diagnosed with dementia, and most importantly the increased population of 
seniors as a result of the aging baby boomer generation (Wang, Shyu, Tsai, Yang, & Yao, 
2013). Collectively, these factors have resulted in not having adequate home support and 
other related services (Schoenmaker, Buntinx, & Delepeleire, 2010). A diagnosis of dementia 
severely affects not just the life of the diagnosed individual, but also the lives of other family 
members and the people who will eventually provide care for individuals with dementia 
(Kim, Chang, Rose, & Kim, 2012). As a result of the responsibility of providing care to a 
relative with dementia, adult children as caregivers encounter numerous issues, including 
conflict of roles within the family dynamic (Kim et al., 2012). This is particularly true for 
family members, as traditionally they take on the responsibility of proving care to relatives 
(Kim et al., 2012). Family caregiving can have benefits and be a fulfilling experience, but it 
can also be a source of emotional, physical, and financial challenge that positions family 
members including those who are not directly providing the care at risk for negative 
outcomes (Navab, Negarandeh, & Peyrovi, 2012).  
As a registered psychiatric nurse, my clinical practice experience of providing care 
for individuals with dementia reminds me of how complex, challenging, and time consuming 
looking after someone with dementia can be. Additionally, as a helper of a relative who cared 
for a family member with dementia, I wondered and continue to wonder about the impact of 
this caregiving responsibility on other family members. 
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Research provides ample information about the prevalence of dementia and the 
factors that contribute to a diagnosis, and evidence suggests that a family member acting as 
the caregiver of a relative with dementia has a profound effect on other members of the 
family (Irwin, Lee, & Trojanowski, 2013). There are sufficient research findings about 
family caregivers’ experience; however, little is known about the experiences of adult family 
members as their fellow family members provide care to a relative with dementia (Hou et al., 
2015). Some studies that have investigated the perceptions of the abovementioned group of 
individuals were conducted in countries like the United States, China, and Spain where the 
focus was on participants aged 11 to 25 years (Celdran, Villar, & Triado, 2012; Hamill, 2012; 
Hou et al., 2015). However, the experiences of adult family members aged between 18 and 
41 appear to have received no attention from researchers so far (Hou et al., 2015).  
Purpose of Study 
The purpose of the study is to fill this gap in the literature by exploring the 
experiences of adult family members between the ages of 18 and 41 with family members 
that provide care to relatives with dementia. The insight gained into adult family members’ 
experiences would assist nurses and social workers to achieve better family-oriented care. 
Further, this study is important in that it will enable future studies to compare the similarities 
and differences in findings with studies done in other countries and with other cultures. It is 
hoped that through an analysis of in-depth interviews, the study participants’ stories and 
insights will provide information about the challenges and benefits involved in being an adult 
family member with a family member that provides care to a relative with dementia, and who 
may or may not live with the adult caregiver. For the purpose of this study, the term “family 
members” denotes adults aged between 18 and 41. 
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Adult Child Caregiver 
For the purposes of this study, adult child caregivers are defined as the biological or 
adopted children of individuals diagnosed with dementia who provide care for such a parent 
and are engaged simultaneously in other coexisting family relationships with spouses, 
significant others or children. As primary caregivers, adult child caregivers often have total 
responsibility for care provision and safety of their parent (Daire & Mitcham-Smith, 2006). 
The adult child caregiver’s responsibilities include but are not limited to attending to 
activities of daily living (ADLs) and ensuring medical treatments, care compliances, and 
welfare of their parents (Daire & Mitcham-Smith, 2006; Waldrop, 2007). Adult child 
caregivers often experience a reversal of role with the relative for whom they provide care 
(Che, Yeh, & Wu, 2006); they also have to balance caregiving with the other responsibilities 
in their lives, which include care of other family members, social engagements, and paid 
work (Daire & Mitcham-Smith, 2006).  
Caring for Individuals with Dementia in Different Settings 
In the context of this study, caring is described as care and support provided to 
individuals diagnosed with dementia. Caregiving is a term widely used regarding particular 
relationships between individuals; it involves actions between two or more people. The term 
“caregiving” is also widely used in the nursing literature to refer to the work of nurses and 
other professional health care providers (Irwin et al., 2013). In British Columbia, there is the 
goal to increase personal, community, and health service capacity to provide adequate and 
effective care and support to help individuals with dementia to remain at home and in their 
communities as long as possible (British Columbia Ministry of Health, 2012). Care is 
provided in situations where the person’s health has declined, and the care recipient lives 
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with the caregiver, in a long-term facility or alone with support. Providing care at home 
usually involves family caregiving whereby family members provide assistance and support 
to their relatives with self-care tasks, household tasks, and daily activities (Gitlin & Wolff, 
2012). 
Individuals with dementia may live in a long-term residential care facility especially 
towards the late stage of the syndrome when impaired cognitive and functional abilities put 
more burden on family caregivers and family members, or when the individual with dementia 
has severe, regular, behavioural problems or is physically dependent, with needs that require 
medical care (British Columbia Ministry of Health, n.d.). Long-term residential care facilities 
provide professional care in an environment that protects and supports individuals who can 
no longer receive care either in their own homes or assisted living homes (British Columbia 
Ministry of Health, n.d.). The services provided by long-term residential care include getting 
residents in and out of bed and providing assistance where needed such as feeding, bathing, 
and dressing. Long-term residential care also provides numerous specialty medical services 
such as wound care, palliative care, and pain management (British Columbia Ministry of 
Health, n.d.). Family members are involved when planning care for the individual with 
dementia; for example, family members could be asked to describe how to prompt 
cooperation with necessary care activities for a client with behavioural issues (British 
Columbia Ministry of Health, n.d.). A grounded theory study done in Taiwan affirmed that 
family caregivers continue to be stressed even when the care recipients have been 
institutionalized (Lau, Shyu, Lin, & Yang, 2008). Instead of ceasing the primary caregivers’ 
responsibilities, the family caregivers assist with care and establish a collaborative 
relationship with the staff of the nursing home (Lau et al., 2008). In addition to nurses, other 
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health professionals including social workers, occupational therapists, and physicians 
contribute to the care of the individual with dementia both at home and in long-term 
residential care (Schols, Crebolder, & van Weel, 2004).  
Some individuals with mild dementia receive care in assisted living facilities. 
Assisted living services usually involve personally assisting the care recipient with bathing, 
grooming, dressing, oral hygiene, washing, eating, gentle reminders, housekeeping, and 
medication administration (de Rooij et al., 2012). Nursing and other health care services are 
provided (de Rooij et al., 2012). 
Depending on where the care recipient receives care, either at home, a long-term 
facility, or an assisted living facility, caregivers provide assistance with household tasks, self-
care tasks, shopping for food, paying bills, and giving medication, and they provide company 
and emotional support (British Columbia Ministry of Health, n.d; de Rooij et al., 2012).  
It is anticipated that this study will shed light on the experiences of adult family 
members as their family members provide care to a relative with dementia, an experience 
that has little research literature to date. It is hoped that the findings of this study will assist 
nurses and other health care providers in enhancing interventions for caregivers and family 
members alike.  
Research Question 
In order to understand the experiences of family members with individuals who 
provide care for a relative with dementia, a primary research question will be explored: What 
are the experiences of adult family members as their family members provide care to a 
relative with dementia? 
The main objectives of this research are as follows: 
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• To understand the impacts on the lives of family members as their family members 
provide care to a relative with dementia.  
• To provide health care practitioners with an understanding of what the family 
members face as their family members provide care to a relative with dementia. 
• To ask the family members to make recommendations from the perspective of their 
own experience. 
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Chapter 2: Literature Review 
Overview 
In this literature review, studies are examined as they relate to caregiving, caregivers, 
and family members. In order to grasp the scope of caregiving, it is important to understand 
the knowledge, responsibility, and skills contained in adult family members’ experiences. It 
would be near impossible to fully understand the experiences of adult family members with a 
family member that provides care to a relative with dementia without first having insight into 
what dementia is, the challenges and benefits of caregiving, and the impacts on adult family 
members. Hence, this review of literature explains caregiving, dementia, and shared features 
in all stages of dementia. Caring for relatives with dementia and the stress and burden of 
caregiving are discussed, followed by the impact of caregiving on adult family members. 
Search Methods and Criteria 
An initial review of health sciences and nursing literatures was done using the 
following six databases: PsycINFO, Medline, Cumulative Index to Nursing and Allied 
Health Literature (CINAHL), PubMed, Google Scholar, and Academic Search Premier. The 
rationale for the database selection was the inclusion of nursing and allied health subject 
areas relevant to my research question. The topic of interest, adult family members’ 
experiences of family members providing care to relatives with dementia guided the initial 
search, which yielded very few articles. Subsequently, articles were hand searched from 
bibliographies to identify authors and other related studies not found in the initial database 
results, including theses and dissertations.  
Key search terms.  
Given that in the existing literature many different terms have been used to describe 
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caregiving, adult children caregivers, and the impact of caregiving on family members, a 
range of terms were included in the search strategy: dementia, caregiving, impacts of 
caregiving, adult family members’ experiences, caregivers’ experiences, and individuals with 
dementia.  
Inclusion criteria.  
The literature reviewed and included was limited to articles written in English, which 
included grey literature and theses, published between 1991 and 2017. Of importance was the 
inclusion of some of the introductory research into caregiving and family members’ 
experiences in order to set the background information needed for the current study. Articles 
included studies, reviews, and meta-analyses. The search yielded studies from different 
countries including Canada, China, Spain, the United Kingdom, and the United States, which 
was beneficial as it allowed for comparison and insight into universal perspectives.  
Exclusion criteria.  
In order to remain focused on adult family members’ experiences as their family 
members provide care to relatives with dementia, articles that focused only on nurses’ and 
patients’ experiences without reference to caregiving or family members’ experiences were 
excluded from consideration.  
Caregiving 
Caregiving of those with dementia happens when one assists somebody beyond what 
is needed as part of typical, day-to-day life (Walker, Pratt, & Eddy, 1995). Caregiving to 
someone with dementia is differentiated from other types of aids and characterized by the 
person being cared for having “dependency on another person for any activity essential for 
daily living” (Walker et al., 1995, p. 403). Notwithstanding the particular nature of any type 
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of caregiver’s role over time, wide-ranging responsibilities characterize caregiving (Schulz & 
Eden, 2016). Caregiving traditionally involves assisting the care recipient with daily 
activities, including self-care tasks such as bathing, dressing, feeding, and household tasks. 
At present, caregiving also entails providing social and emotional support, advocacy, and 
navigating complicated medical care (Gitlin & Wolff, 2012). The interpersonal and cognitive 
responsibilities that caregivers engage in also involve making decisions, communicating and 
collaborating with others, such as family members and health care professionals, and 
constant monitoring of the care recipient’s well-being (Gitlin & Wolff, 2012). Schulz and 
Eden (2016) argued that for caregivers to manage their caregiving responsibilities effectively, 
they depend on the availability of required information, accessibility of the medical system, 
and long-term services. When families lack needed information or struggle to navigate the 
health care system, caregiving of loved ones becomes a challenge (Schulz & Eden, 2016).  
The timing of starting the caregiving responsibilities, the type of care to be provided, 
and the care recipient’s level of illness all influence the nature of caregiving responsibilities 
(Gitlin & Wolff, 2012). When the care recipient’s illness progresses over time, such as in 
dementia, the caregiving responsibilities increase accordingly (Gitlin & Wolff, 2012).  
Dementia  
Dementia refers to a large class of clinical syndrome disorders characterized by 
numerous cognitive deficits severe enough to hamper daily functioning, including 
professional and social activities (Navab et al., 2012). Cognitive decline, which is a major 
part of the dementia process, involves deteriorative changes in memory and other cognitive 
domains (Navab et al., 2012). A person with dementia can live with the disease for a number 
of years. The duration of dementia before death can vary from one to 16 years. About one-
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third of the time during which a person has dementia will be spent in progressive stages of 
the disease, which is characteristically diagnosed when a person scores less than 10 on the 
Mini-Mental State Examination (MMSE) (Herrmann & Gauthier, 2008).  
Dementia is a multifactorial condition in which older age is the strongest risk factor 
(Wu et al., 2015). However, evidence from studies has surfaced in support of the hypothesis 
that modifiable risk factors, such as Type 2 (adult onset) diabetes, head injury, stroke and 
ministrokes, high cholesterol levels, high blood pressure, chronic inflammatory conditions 
(such as certain forms of arthritis), clinical depression, insufficient intellectual stimulation, 
and obesity are linked to an increased risk of dementia (Lee, 2011). Twenty-five to 75% of 
people aged 65 and above have memory deterioration (Wu et al., 2015). Memory normality 
excludes those memory issues linked with co-morbidities and medications, which in some 
populations can include up to 19% of men and 23% of women above 65 years of age who are 
on five or more prescription medications for chronic disease (Lee, 2011). Co-morbidities 
such as head injury, stroke, and ministrokes increase the risk of developing dementia, 
particularly when diagnosed simultaneously with mild cognitive impairment (Lee, 2011; Wu 
et al., 2015). This is concerning given that clinically based studies such as that by Wu et al. 
(2015) reported that about 40% to 80% of people with mild cognitive impairment will 
develop dementia over a span of five years after the initial diagnosis. Concerns are not 
limited to co-morbidities and a diagnosis of mild cognitive impairment. Additionally, an 
individual’s decreased socialization level, hydration, and nutrition can aggravate mild 
cognitive impairment leading to dementia (Chertkow et al., 2008). 
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Stages of Dementia 
Given that dementia is a progressive disease and occurs because of changes in the 
brain, individuals with dementia deteriorate over time. The individual progresses through 
mild, moderate, and severe stages at different rates and with different symptoms.  
Mild stages of dementia.  
In mild stages of dementia, the disease is characterized by minor memory loss, slight 
difficulties with attention, beginning struggles with language construction, and minor issues 
with their orientation to time and place (Chertkow et al., 2008). Individuals with mild 
dementia still have intact activities of daily living performance such as hygiene, toileting, 
eating, ambulating, and dressing (Chertkow et al., 2008). 
The moderate stage of dementia.  
As dementia progresses to the moderate stage, memory, attention, and orientation to 
time and place are further impaired. Behaviourally, noticeable changes occur at this stage 
(Schols et al., 2004). The individual with dementia at this stage tends to need assistance with 
most of the activities of daily living (Feldman et al., 2008). For example, the individual may 
be able to feed him/herself sporadically but relies on the assistance of others to bath and dress.  
Severe stages of dementia.  
Lastly, during the severe stages of dementia, cognitive activities are totally impaired, 
which results in difficulties with communication as well as recognition of self, others, place, 
and time (Feldman et al., 2008). In severe or advanced dementia, the individual relies 
completely on his or her formal and/or informal caregivers (Feldman et al., 2008). When a 
person with dementia is at a severe stage and relies completely on the caregiver, it can 
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become distressing for the caregiver because of the high level of care required (Feldman et 
al., 2008).  
Shared Features in All Stages of Dementia 
Shared in all stages of dementia is the progressive nature of symptoms as dementia 
advances, resulting in an individual’s lack of capacity to care for him or herself (Alzheimer’s 
Association, 2016). In addition, individuals with dementia can be in any stage for years 
before advancing to the next stage, which can result in lengthy incapacitation and thus many 
years of caregiving (Alzheimer’s Association, 2016; Feldman et al., 2008; Herrmann & 
Gauthier, 2008). It is worth noting that symptoms of dementia, stages, and advancement 
differ for every individual (Alzheimer’s Association, 2016). Further, different stages of 
dementia may demand different levels of care and place different burdens on caregivers 
(Hwang, Rivas, Fremming, Rivas, & Crane, 2009).  
Assessment and Diagnosis of Different Types of Dementia 
Dementia assessment is complex and entails the consideration of several diagnostic 
possibilities, which may include different types of dementia and other likely medical 
etiologies of symptoms and other findings (Feldman et al., 2008). The diagnostic process 
involves the following six main steps: taking the history of the patient, interviewing family 
members or caregivers, physical examination, cognitive tests, laboratory tests, and structural 
imaging (Feldman et al., 2008).  
Dementia has different types that range from Alzheimer’s disease (AD), vascular 
dementia, frontotemporal dementia, and Lewy body dementia to Creutzfeldt-Jakob disease 
(Svendsboe et al., 2016). It is imperative to know the different types of dementia because the 
caregiver’s experience and that of adult family members may be influenced by the type of 
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dementia the relative with dementia has (Svendsboe et al., 2016). For example, caregivers 
and family members of individuals with Alzheimer’s disease and those of people with Lewy 
body dementia experience a moderate to high level of caregiving burden due to the 
associated high risk of psychiatric problems (Svendsboe et al., 2016).  
Alzheimer’s disease.  
In 1907, a German physician, Alois Alzheimer, identified Alzheimer’s disease 
(Thompson, 1997). Alzheimer’s disease is a degenerative, progressive, and fatal brain 
disease which results in cell-to-cell connections in the brain being lost and eventual death of 
the brain cells; it is the most common form of dementia and accounts for 75% of all dementia 
cases (Alzheimer’s Society, 2015). Alzheimer’s disease primarily affects older adults aged 
65 and above; however, it also impacts individuals younger than 65, though this early onset 
of Alzheimer’s disease is comparatively rare and indicates genetic mutations, which usually 
exist in families (Alzheimer’s Society, 2015). Individuals with Alzheimer’s disease often 
exhibit behavioural disturbances; however, their evidence does not imply diagnosis 
(Alzheimer’s Society, 2015). It is important to note that Alzheimer’s disease is one of the 
dementias with which the caregivers experience moderate to high caregiver burden 
(Svendsboe et al., 2016).  
Vascular dementia.  
Vascular dementia is the second most common type of dementia after Alzheimer’s 
disease; it is more likely related to conditions such as hypertension and diabetes that cause 
damage to the brain’s blood vessels, minimizing their capacity to supply the brain with the 
needed amounts of nutrition and oxygen to carry out thought processes efficiently 
(Alzheimer’s Society, 2015). Vascular dementia accounts for about 20 to 40% of all 
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dementias (Alzheimer’s Society, 2015). Caregivers of individuals with vascular dementia 
may encounter challenges as they provide care, but understanding the behaviour can help 
caregivers to minimize those challenges (Alzheimer’s Society, 2015). 
Dementia due to Parkinson’s disease.  
There is increased recognition of dementia in cases of Parkinson’s disease; such cases 
are termed Parkinson’s disease dementia (PDD) (Alzheimer’s Society, 2015). The major 
neuropathological correlate of developing dementia in Parkinson’s disease arises from the 
spread of fibrillar a-synuclein (a-syn) pathology from the brainstem to limbic and neocortical 
structures (Alzheimer’s Society, 2015). Further, up to 50% of individuals diagnosed with 
PDD also develop a good number of amyloid-β plaques and tau-containing neurofibrillary 
tangles; hence a secondary diagnosis of Alzheimer’s disease can be made (Alzheimer’s 
Society, 2015). Providing adequate care to an individual with dementia due to Parkinson’s 
begins with education because early Parkinson’s disease typically requires supporting the 
care recipient emotionally and less hands-on care (Alzheimer’s Society, 2015). As the 
disease progresses, impairment with memory and motor delays are typically linked with 
dementia, and the main characteristics of Parkinson disease include bradykinesia, rigidity, 
tremor, and postural instability, which are the symptoms the caregivers will have to deal with 
(Irwin et al., 2013). 
Frontotemporal dementia.  
Frontotemporal dementia is a clinical syndrome that has a heterogeneous molecular 
basis; it is a neurodegenerative disorder characterized by the occurrence of neuropsychiatric 
symptoms (Rademakers, Neumann, & Mackenzie, 2012). The underlying cause has been 
linked with abnormalities of the tau protein or gene (Rademakers et al., 2012). In 2006, 
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another vital cause of familial frontotemporal dementia was discovered, mutations in the 
progranulin gene. Subsequently, in the same year, TAR DNA-binding protein 43 was found 
to be the pathological protein in the commonest subtypes of frontotemporal dementia 
(Rademakers et al., 2012). Since these discoveries, there have been studies to understand the 
functions and regulation of progranulin and TDP-43, and also the role they play in 
neurodegeneration (Rademakers et al., 2012). Recently, other DNA/RNA binding proteins 
were identified as the pathological proteins in most remaining cases of frontotemporal 
dementia (Rademakers et al., 2012). In this type of dementia, it is vital for caregivers and 
families to have long-term management plans in place and identify experts who can assist 
medically with challenges (Rademakers et al., 2012). Caregivers encounter many difficulties 
with behavioural issues such as inappropriate behaviour, agitation, and aggression and would 
benefit from building a support network that goes beyond professionals to include friends, 
family, and other resources and community relationships (Bruvik, Ulstein, Ranhoff, & 
Engedal, 2013). 
Lewy body dementia.  
Lewy body dementia is a type of dementia that happens as a result of abnormal 
deposits of a protein called alpha-synuclein inside the brain’s nerves. These deposits inside 
the brain are called Lewy bodies, after the scientist Frederick Lewy first described them 
(Alzheimer’s Society, 2015). The deposits cause interruption to the brain’s messages 
(Alzheimer’s Society, 2015). In addition, the areas of the brain that involve movement and 
thinking are typically affected by Lewy body dementia. The reason Lewy bodies form 
remains unknown (Alzheimer’s Society, 2015). Lewy body dementia can happen by itself or 
simultaneously with either Parkinson’s or Alzheimer’s disease (Alzheimer’s Society, 2015). 
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Individuals diagnosed with Lewy body dementia may have the same symptoms as those of 
Alzheimer’s disease and Parkinson’s disease; the most common symptoms include 
continuous loss of language, memory, reasoning, and other mental abilities like calculating 
numbers (Alzheimer’s Society, 2015). Lewy body dementia and Parkinson’s disease often 
are challenging to differentiate from other types of dementia or other types of Parkinsonism 
on the basis of clinical criteria (Alzheimer’s Society, 2015). In contrast to Alzheimer’s 
disease, in the beginning stages of Lewy body dementia the individual’s attention and 
awareness usually varies widely from day to day or even during the course of a day 
(Alzheimer’s Society, 2015). It is important to note that an early diagnosis of Lewy body 
dementia is crucial for appropriate management and assessment of the prognosis given that 
Lewy body dementia and Parkinson’s disease share common clinical and neuropathological 
features, characterized by Lewy body deposition in the nervous system (Alzheimer’s Society, 
2015). Additionally, Lewy body dementia is one of the dementias with which caregivers 
experience moderate to high caregiver burden because over time the individual with Lewy 
body dementia experiences degeneration in speech and swallowing, and the caregiving 
becomes a greater challenge for the caregiver (Alzheimer’s Society, 2015).  
Creutzfeldt-Jakob disease.  
Creutzfeldt-Jakob disease is a human subacute or acute spongiform brain disease that 
is caused by the prion protein; pathologically, it is characterized by spongiform 
degenerations (Alzheimer’s Society, 2015). Creutzfeldt-Jakob disease has other names, 
including cortico-striato-spinal degeneration, subacute spongiform virus encephalopathy, and 
transmissible dementia (Alzheimer’s Society, 2015). Creutzfeldt-Jakob disease was named 
after two neuropathologists who were the first to report it in 1920 and 1921 respectively 
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(Alzheimer’s Society, 2015). The clinical symptoms of Creutzfeldt-Jakob disease are 
progressive dementia and certain neurological symptoms, which mostly manifest as a result 
of impaired cortical function, cerebellar dysfunction, impaired anterior horn of the spinal 
cord, and pyramidal damages (Alzheimer’s Society, 2015). Based on clinical manifestation, 
Creutzfeldt-Jakob disease is generally divided into early, middle, and late stages 
(Alzheimer’s Society, 2015). 
In the early phase of Creutzfeldt-Jakob disease, there are symptoms of exhaustion, 
diminished strength, lack of attention, and agitation (Alzheimer’s Society, 2015). In the 
middle stage (dementia-spam stage), the symptoms include impaired memory, agnosia, 
aphasia, and impaired extrapyramidal system (Alzheimer’s Society, 2015). The late stage 
includes urinary incontinence, akinetic mutism or decorticate rigidity, and severe brain 
decline, which the caregivers have to cope with (Alzheimer’s Society, 2015). Urinary 
incontinence and cognitive impairment significantly contribute to caregivers’ burden 
(Tamanini, Santos, Lebrao, Duarte, & Laurenti, 2011). In about 85% of cases, death occurs 
one year after commencement of the disease; however, in some cases death happens about 
three weeks after the commencement, while in yet other cases, the illness course may be up 
to eight years or beyond (Alzheimer’s Society, 2015). Etiologically speaking, Creutzfeldt-
Jakob disease is grouped into four types, namely sporadic, familial or genetic, iatrogenic, and 
variant, with sporadic clinically confirmed to be the commonest (Alzheimer’s Society, 2015). 
Given the rapid progressive nature of Creutzfeldt-Jakob disease, caregivers would benefit 
from knowing what to expect when a loved one is diagnosed. Being knowledgeable will help 
caregivers and family members to expect frequent changes and perhaps keep a notebook, 
noting any changes in the care recipient’s symptoms (Alzheimer’s Society, 2015). Being 
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aware of what to expect will also help the caregivers create a soothing environment for the 
care recipient. One of the common issues with individuals with Creutzfeldt-Jakob disease is 
heightened sensitivity (Alzheimer’s Society, 2015). The individual with Creutzfeldt-Jakob 
disease reacts more commonly to unexpected touch, sudden loud noises, and music, which 
may trigger distress and agitation (Alzheimer’s , 2015). 
Dementias: Summary.  
All dementias share cognitive decline that affects daily living, which means that over 
time the brain chemistry and structure become progressively damaged (Alzheimer’s Society, 
2015). The individual will gradually lack the ability to comprehend, remember, communicate, 
or reason (Alzheimer’s Society, 2015). As dementia progresses, the individual will depend 
on others for support with daily living (Alzheimer’s Society, 2015). Hence it is important to 
have in-depth knowledge of different types of dementia so as to optimize treatment and 
lessen caregivers’ burden (Herrmann & Gauthier, 2008). The burden on caregivers also can 
impact family members because as dementia progresses, the caregiver needs to tailor care to 
the specific needs of the individual over the trajectory of the decline (Bevans & Sternberg, 
2012). Individuals at different stages of dementia have characteristics of different kinds, 
leading to different caregiving experiences (Herrmann & Gauthier, 2008). Further, a lack of 
knowledge regarding what to expect when a relative is diagnosed with dementia can create 
an environment of fear and distress for the caregiver and family members (Brodaty, 
Thompson, Thompson, & Fine, 2005).  
Caring for Relatives with Dementia 
Family members are increasingly responsible for providing care for relatives with 
dementia (Papastavrou et al., 2011). Celdran et al. (2012) explored the caregiving 
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experiences of youth in Spain, aged 14 to 21 years, who provided care to grandparents with 
Alzheimer’s disease. In particular, Celdran et al. (2012) considered the type of help the 
grandchildren directly provided to the grandparents and how the ecology of living in a family 
that provides care related to adolescents’ participation in caregiving and personal 
development. Adolescents and fathers from 35 families providing care to grandparents with 
Alzheimer’s disease participated in a telephone interview for the study. The data, based on 
both qualitative and quantitative information, showed that when a grandparent moved into a 
household where grandchildren lived, there were changes in grandchildren’s daily activities 
and their grandparents’ caregiving experience. Participants experienced a closer relationship 
with the partner of the individual with dementia; however, they also mentioned challenges in 
sustaining this relationship when the grandparent’s attention was focused so much on the 
care recipient (Celdran et al., 2012). These findings shed light on the socialization process 
adolescents experience when families take on the responsibility of caregiving (Pope et al., 
2014). However, Celdran et al. (2012) focused on participants between 14 and 21 years of 
age and left out the experiences of older affected family members. Further, Celdran et al. 
(2012) captured data at one point in time unlike Holm, Henriksson, Carlander, Wengström, 
and Öhlen (2015), who stated that caregiving is an ongoing experience that is dynamic for 
each family member. Given that Celdran et al.’s (2012) data were collected at a particular 
point in time, the result signifies a snapshot of a single time frame in the families’ caregiving 
responsibility (Holm et al., 2015).  
Similarly, a study by Hou et al. (2015) done in China in Mandarin and then translated 
to English was a descriptive qualitative design that used semi-structured interviews to collect 
data from 24 young adults, 25 years of age and younger, recruited through purposive 
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sampling (Hou et al., 2015). The study explored the experiences and perceptions of young 
adults as their family members provided care to a relative with dementia (Hou et al., 2015). 
The results showed that family members perceived providing care for a relative with 
dementia as a tiring, stressful, time-consuming, long, and enduring task even though the 
participants were not the primary caregivers (Hou et al., 2015). According to Hou et al. 
(2015), further research on families living with dementia should be undertaken to broaden 
from an individual’s perspective that focuses on illness to one that includes all family 
members, family systems, and dynamics.  
Impacts of Dementia Caregiving 
Caring for someone with dementia can be a long and intensely emotional journey 
(Celdran et al., 2012), and just as dementia in individuals progresses in different forms, so 
too can the experience of caregiving progress differently from person to person (Celdran et 
al., 2012; Cohen, Cook, Kelley, Sando, & Bell, 2015). Dementia and the impact it has on the 
individual, caregivers, family members, and healthcare system have been issues of growing 
interest globally (Alzheimer Society Canada, 2010). The task of caregiving for relatives with 
dementia is huge and the individual who provides care for a family member with dementia is 
linked to a high degree of physical, social, and psychological burdens (Bruvik et al., 2013; 
Dal Bello-Haas, Cammer, Morgan, Stewart, & Kosteniuk, 2014; Narayan et al., 2015). The 
studies of Nordtug, Krokstad, Sletvold, and Holen (2013) and Papastavrou, Charalambous, 
Tsangari, and Karayiannis (2012) postulate that the high level of burden is experienced more 
by individuals that provide care to people with dementia than the caregivers of individuals 
with other serious chronic disorders. Bergvall et al. (2011) and Etters, Goodall, and Harrison 
(2008) argued that behavioural disturbances, which are mainly noticeable in individuals at 
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moderate and severe stages of dementia, are one of the risk factors of stress on the caregivers 
and family members.  
Several authors attest to the negative physical and psychological outcomes among 
individuals providing care for a relative with dementia (Bruvik et al., 2013; Dal Bello-Haas 
et al., 2014; Narayan et al., 2015). Hou et al. (2015) reported that depression frequently 
occurs in care providers. Similarly, Nogales-González, Romero-Moreno, Losada, Márquez-
González, and Zarit (2014) noticed a high incidence of both depression and anxiety, and also 
a correlation between the anxiety and depression scores and duration of care among family 
caregivers of individuals with dementia. A study by Gelman (2010) reported that the effects 
of caregiving manifested in family conflict, fatigue and weakness, poor/lack of self-care, 
impaired immune function, and increased medication use. Additionally, a substantial amount 
of literature reports that caregiving is linked to stress, depression, and other health issues 
(Hou et al., 2015; Nogales-González et al., 2014). Over 80% of caregivers and family 
members of individuals with dementia reported that they often experience high levels of 
stress, and about half of them suffer from depression (Hou et al., 2015; Piercy et al., 2012). 
As a result of high demands linked with providing care for individuals with dementia, 
caregiving has been seen as a chronic stressful circumstance (Knight & Sayegh, 2010).  
Impact on paid work.  
Providing care for a family member can have an impact on many other aspects of the 
caregiver’s and family members’ daily activities (Dal Bello-Haas et al., 2014). A typical day 
for an individual that provides care for someone with dementia may involve behavioural 
stressors and potential neglect of paid work roles that the caregiver engaged in prior to taking 
up the caregiving role (Dal Bello-Haas et al., 2014). Family members that provide care are at 
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high risk of unsteadiness in their jobs while their other commitments, interests, or needs also 
suffer as a result of caregiving (Dal Bello-Haas et al., 2014). Hence, there is a need to 
identify the impact of caregiving on paid work engagement among family caregivers in order 
to provide them with adequate assistance (Dal Bello-Haas et al., 2014). Adequate assistance 
such as support from others may help caregivers to attain a balanced lifestyle where they are 
able to participate in other meaningful activities including activities of daily living, work, 
leisure, and have time to spend with other family members (Che et al., 2006; Dal Bello-Haas 
et al., 2014).  
Hwang et al. (2009), in a quantitative study conducted in United States with 54 
participants, used questionnaire data to describe day-to-day paid work in relation to 
caregivers’ perceptions of well-being and identity perceived. Family caregivers with full-
time paid jobs encountered difficulty when work and caregiving were combined. Doing a 
full-time job and encountering difficulty reconciling work and the caregiving role predicted 
role strain while inflexibility in work predicted symptoms of depression (Wang, Shyu, Chen, 
& Yang, 2011). Wang et al. (2011) analyzed secondary data of 119 adult-child family 
caregivers of older people with dementia in Taiwan with the aim of examining the effects of 
work demands, including status of employment, inflexibility of work, and challenges 
reconciling work and family caregiving, on role strain and depressive symptoms. After 
adjusting for demographic characteristics, resources, and role demands overload, family 
caregivers that had full-time jobs and more challenges reconciling work and caregiving roles 
reported more role strain than family caregivers with part-time jobs or no employment. Wang 
et al. (2011) further affirmed that full-time work and family caregiving among adult-child 
family caregivers of individuals with dementia affected family caregivers’ role strain and 
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depressive symptoms.  
Similarly, Hwang et al. (2009) examined the relationship between caring for a family 
member with Alzheimer’s disease and decreased participation in meaningful activities. Fifty-
four caregivers were interviewed about providing care for a family member and engaging in 
other activities such as full-time or part-time work. Hwang et al. (2009) concluded that the 
burden that comes with the demands of caregiving might hinder the caregivers from 
participating fully in significant occupations and pursuits such as leisure, self-care, work, 
social participation, lifestyle, and managing life well. The above study needs to be interpreted 
with caution until confirmed by further studies, as other research found that male caregivers 
are more likely to take up paid work and still provide care simultaneously (Wang et al., 2011).  
McCann, Lubman, and Clark (2011) argued that as a result of caregivers’ decreased 
participation in meaningful activities such as paid work, caregiving affects a caregiver’s 
ability to enjoy their own life, which results in psychological distress. Similarly, Keefe (2011) 
reported that family caregivers who provide unpaid care bear considerable costs, which 
include social, economic, psychological or physical costs. They are likely to run into out-of-
pocket expenses and major lifetime income losses, and, as a result, they experience distress, 
social isolation, and guilt. Such out-of-pocket expenditures can negatively impact caregivers’ 
health and well-being and economic security (Keefe, 2011).  
Further, in a cross-sectional, correlational study done in Taiwan, Wang et al. (2013) 
explored conflicts between caregiving and work for caregivers of elders with dementia. Data 
were collected by self-completed questionnaires from 176 primary family caregivers of 
patients with dementia. Caregiver role strain and mental health were analyzed by multiple 
regressions after controlling for caregiver employment status and work flexibility and the 
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effect of each variable. The results showed that being additionally psychologically ready was 
associated with less role strain for caregivers with less work/caregiving conflict. Additional 
caregiving demand was linked with poorer mental health for caregivers that were less 
prepared. For caregivers with less work/caregiving conflict, being more prepared reduced 
role strain and maintained mental health despite the caregiving demand being high (Wang et 
al., 2013). However, Wang et al. (2013) failed to measure the exact time spent on caregiving 
or to account for others besides the caregivers and care recipients living in the home setting; 
these factors might have influenced caregivers’ work/caregiving conflict (Lahaie, Earle, & 
Heymann, 2013).  
Ducharme et al. (2011) suggested the use of proactive interventions that will assist 
caregivers to address difficulties that arise from caregiving. However, Wang et al. (2011) 
argued that despite the assistance and support from others, individuals that provide care to 
relatives with dementia still encounter significant challenges. 
Impact on leisure activities.  
There are discussions in the literature on social activities, social isolation, minimal 
initiation of social activities, and loss of friends with regards to the social well-being of 
caregivers and family members (Chattillion et al., 2012; Hwang et al., 2009). According to 
Chattillion et al. (2012), satisfaction with social activities was correlated with lower levels of 
psychological distress and depressive symptoms among caregivers. Further, social support 
and activities are identified as among the coping resources for caregivers (Chattillion et al., 
2012). Edwards (2014) affirmed that leisure activities including gatherings, walks, and 
vacations became luxuries to the caregivers and family members once the caregiving role 
was assumed.  
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Burden and Stress of Caregiving 
The burden experienced by caregivers of individuals with dementia has been 
described as a multidimensional response to the negative appraisal and perceived stress as a 
result of providing care (Bruvik et al., 2013; Kim et al., 2012; Papastavrou et al., 2011). 
Caring for someone with dementia can be a long and intensely emotional journey. Bevans 
and Sternberg (2012) focused on assessing the relationship between caregiver burden and 
availability of support for family caregivers. Caregiver burden affects the psychological, 
physical, emotional, and functional health of the caregivers (Papastavrou et al., 2011). As a 
result of the round-the-clock nature of providing care to a relative with dementia, caregivers 
often suffer from depression, show poor coping strategies, and voice concern about their low 
quality of life (Kim et al., 2012; Papastavrou et al., 2011).  
Papastavrou et al. (2011) found evidence of more physical and psychological 
symptoms and more regular use of healthcare services and prescription medications among 
caregivers of individuals with dementia than caregivers of individuals with other illnesses. 
However, Papastavrou et al. (2011) failed to take into account other factors that could 
contribute to caregivers’ burden. The level of burden that the caregiver experiences relies on 
several contextual factors, caregiving-related factors, and primary stressors including the 
caregiver’s socio-demographic status, the extent of advancement of the care recipient’s 
disease, and the perceived stress resulting from providing care (Kim et al., 2012). Caregivers 
who are not young and who live together with the care recipient experience a higher degree 
of burden than those caregivers who are young, male, and live apart from the care recipient 
(Kim et al., 2012).  
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Wang, Xiao, He, and De Bellis (2014) used a qualitative approach to examine social, 
cultural, and political factors affecting family caregiver practice in dementia care and to 
detect possible changes in a country with not fully developed dementia services. The study 
used in-depth semi-structured interviews with 23 family caregivers of people with dementia 
to collect data. Data were collected from one rural and remote area in China. The study 
results identified behavioural and psychological symptoms of dementia as key factors that 
contributed to caregiver burden and uncoordinated treatment, and the study suggested 
dementia services (Wang et al., 2014). However, Wang et al. (2014) did not include other 
family members’ perspectives or experiences that could be factors affecting family caregiver 
practice in dementia care. Wong et al. (2015), who included family members’ perspectives, 
reported that a high caregiving burden for family members and caregivers of individuals with 
dementia was linked to major family dysfunction in communication and role. In addition, 
Sun (2014) emphasized that role strain, family conflict, and social pressures are the major 
issues experienced by caregivers and family members of individuals with dementia. 
Although the effects of the relationship between the caregiver and the care recipient on 
caregiver burden remain unclear, individuals who provide care to their spouses experience a 
greater level of burden (Conde-Sala, Garre-Olmo, Turró-Garriga, Vilalta-Franch, & López-
Pousa, 2010; Kim et al., 2012). Casado and Sacco’s (2012) cross-sectional survey study 
collected data from 146 caregivers to identify correlates of caregiver burden among family 
caregivers. The study results showed that a larger family support network, greater family 
agreement, and greater care management self-efficacy were linked to lower burden (Casado 
& Sacco, 2012). 
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Help for Caregivers and Family Members 
Given the multi-faceted role that caregivers and family members engage in, a range of 
support services has become available for them to enhance their caregiving skills, continue in 
their caregiving role, and, most importantly, remain healthy; however, these services may not 
be available to all family caregivers (Decaporale, Mensie, & Steffen, 2013).  
Support services.  
Caregivers of individuals with dementia may benefit from support services including 
psychosocial support, skill training, and respite services (Decaporale et al., 2013). Support is 
required not only in caregiving to the individual with dementia but also in ascertaining the 
caregivers’ and family members’ meaningful personal work that has been jeopardized 
because of caregiving, which in turn can impact their sense of identity and well-being 
(Hwang et al., 2009). Wang et al. (2014) argued that the caregiver is a person with his or her 
personal life, role, and other worthwhile activities apart from the caregiving role and as such 
needs support. Caregivers of individuals with dementia reported that they sometimes receive 
assistance from family members and other support resources (Navab et al., 2012). Despite 
that assistance and support, they still spend a large amount of their time providing care, 
which leaves minimal time for involvement in other meaningful activities or paid work 
(Wang et al., 2011). Hence, it is imperative that more studies be conducted to address the 
issue of work unevenness that limits caregivers and their family members with respect to 
opportunities to engage in meaningful activities such as paid work engagement (Wang et al., 
2011). However, according to Wang et al. (2014), a majority of caregivers do not get such 
assistance and spend long periods engaging in caregiving activities.  
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Interventions for caregivers and family members.  
Interventions for caregivers of individuals with dementia have often been geared 
towards a perspective focused on dementia and burden with much attention paid to the 
management of behavioural and psychological symptoms of dementia, addressing the stress 
and burden encountered as a result of caregiving, and improving mood and self-efficacy 
(Wong et al., 2015). Ducharme et al. (2011), who examined the efficacy of an intervention 
program for caregivers’ burden following diagnosis of dementia in a relative, found during 
follow-up that a proactive psychoeducational intervention in the care trajectory was crucial in 
helping caregivers adapt to the challenges involved in caregiving. Ducharme et al.’s (2011) 
findings point to the need to examine caregivers’ burden and implement proactive 
interventions to assist both the caregivers and their family members to handle challenges that 
arise from providing care (Hou et al., 2015; Kim et al., 2012). According to Wong et al. 
(2015), interpersonal problems that arise between the caregiver and other family members 
are also one of the major issues for the caregiver, and these problems mostly arise as a result 
of disagreement or effects of caregiving on the family. Conflicts and challenges encountered 
by caregivers cannot be adequately tackled if the intervention involves only the caregivers 
(Wong et al., 2015).  
However, the aforementioned studies failed to incorporate and explore other family 
members’ perspectives about the provision of adequate intervention for caregivers and family 
members (Casado & Sacco, 2012; Hou et al., 2015). A systematic review conducted by 
Northouse, Katapodi, Song, Zhang, and Mood (2010) that explored interventions with family 
caregivers showed that interventions greatly minimized the burden caregivers experienced, 
enhanced their ability to cope with challenges, increased their self-efficacy, and enhanced 
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aspects of their quality of life. Similarly, Brodaty and Donkin (2009) affirmed that 
psychosocial interventions such as coping strategy enhancement, self-monitoring approaches, 
and training in problem solving have been found to minimize burden and depression for 
caregivers and delay nursing home admission for care recipients.  
Some studies recognized the importance of family dynamics, the involvement of 
other family members, and intervention in providing care to persons with dementia and 
suggested that further research should focus more on these factors (Hou et al., 2015; Wong et 
al., 2015). Providing intervention programs, which include support groups, stress 
management, and counselling, would support caregivers in their caregiving responsibilities 
(Ducharme et al., 2011). However, according to Wong et al. (2015), there are few studies in 
the literature with complete enough approaches to intervention so as to provide the needed 
assistance to caregivers and family members. In a meta-analytic review, Schoenmakers, 
Buntinx, and DeLepeleire (2010) provide a quantitative analysis of the effect of different 
types of professional dementia home care interventions. The authors reported that 
psychosocial interventions in dementia home care were not significantly beneficial on 
caregivers’ burden. A small decrease in depression was seen in the psychosocial intervention 
arms while multidisciplinary case management resulted in a minimal reduction of depression. 
Schoenmakers et al. (2010) concluded that their findings have similarities with other 
quantitative reviews, which reported that there is a lack of sufficient evidence to sustain the 
argument that supporting family caregivers could be beneficial. Though there are few 
benefits of formal support, providing support to caregivers is a crucial issue in dementia 
home care (Schoenmakers et al., 2010). Nevertheless, given various studies conducted with 
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regards to interventions, Schoenmakers et al. (2010) suggested that the efficiency and 
implementation need to be assessed.  
Navigating the healthcare system.  
One of the supports to caregivers and families is making the navigation of the 
healthcare system easier (Brodaty et al., 2005). Family caregivers engage in difficult medical 
tasks, including administering medication, and mistakes can occur (Brodaty et al., 2005). 
Caregivers of individuals with dementia encounter difficulties and have needs for various 
health services. However, most caregivers and family members are at a loss as to how to 
navigate the healthcare system for their loved ones, mostly because of lack of awareness 
(Brodaty et al., 2005). Dewar, Gregg, White, and Lander (2009) recommended the Internet as 
one of the ways of transferring information on the healthcare system and minimizing 
isolation among some caregivers. The Internet offers access to information around the clock, 
provides families with a platform to communicate irrespective of barriers of time and 
geography, and provides means to form communities with people when caregivers do not 
have the opportunity to leave the house (Dewar et al., 2009). Additionally, enhanced public 
advertisement of services and promoting referrals from health care providers could assist in 
overcoming the challenges of accessing the healthcare system (Dewar et al., 2009).  
Benefits of Caregiving  
Some individuals who provide uncompensated care have reported benefits of 
caregiving (Cohen et al., 2015). Much attention has been focused on the negative aspect of 
dementia caregiving; however, caring has also been linked with positive feelings and 
outcomes (Cohen et al., 2015). The benefits of caregiving could be attributed to culture and 
attitude. 
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Providing care in sub-Saharan Africa where chronic neurological conditions such as 
dementia are understudied may be a challenge (Dotchin et al., 2014). However, 
multigenerational living may allow sharing of care among many caregivers and family 
members (Dotchin et al., 2014). A good percentage of caregivers and family members have 
positive experiences such as personal growth, feelings of accomplishment, enjoying 
togetherness, increased faith, and a feeling of a reciprocal bond (Cohen et al., 2015). Having 
a positive feeling towards caregiving has been associated with culture, values, and beliefs 
(Daire & Mitcham-Smith, 2006; Roth, Dilworth-Anderson, Huang, Gross, & Gitlin, 2015). 
Further, both Hispanics and African Americans were found to experience more positive 
aspects of being carers and family members than Caucasians (Roth et al., 2015). Compared 
to Caucasians, African-Americans identified more strongly with traditional values, scored 
more highly on a scale of cultural justifications for caregiving, including perceptions of duty, 
setting an example to children, religious or spiritual beliefs, family teaching and expectations, 
and provided care in collectivist instead of individualistic caregiving systems (Roth et al., 
2015). Positive aspects of caregiving have also been found to reduce the impact of stress on 
caregivers and their family members, enrich life, and affirm self (Lou, Lau, & Cheung, 2015). 
However, vulnerable caregivers and family members who do not have access to supportive 
resources such as collective caregiving systems are at a higher risk for burden than those who 
have access to supportive services (Kim et al., 2012). 
Chapter Summary  
The literature reviewed in this chapter has provided a comprehensive understanding of 
dementia, family caregivers, and the experiences of family members. The studies point out 
that family dynamics are a central element in dementia care and that appropriate intervention 
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and inclusion of other family members lessen caregivers’ and family members’ burden. It is 
worth noting that there is a lack of research that addresses the perspective and experience of 
adult family members as their family member provides care to a relative with dementia. 
Other family members’ experiences need to be explored. Interventions to minimize burden 
encountered by caregivers may be productive if approaches that are precisely designed to 
build family support and enhance family agreement are included. Accordingly, this study 
attempts to answer some of those unexplored areas in the literature. 
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Chapter 3: Design and Method 
In order to build upon previous research on caregiving and family members, the 
study’s goal was to create an overall summarization, in day-to-day words, of particular 
events experienced by individuals, which in this case were the adult family members of those 
family members who provide care to relatives with dementia. This chapter describes the 
qualitative research approach used to help address the research question: What are the 
experiences of adult family members as their family members provide care to a relative with 
dementia? The first section explains the rationale behind the study’s approach, specifically 
qualitative description, followed by a discussion of study participants, data collection, data 
analysis, research rigour, and ethical considerations.  
Qualitative Research Approach 
Qualitative research examines and describes phenomena that take place in human 
experiences outside of conditions that are controlled: it examines relationships, values, and 
cultures (Patton, 2002). Qualitative methodology acknowledges and values several means of 
knowing and being in the world, and both individual experience and context are given merit 
(Patton, 2002). Qualitative research is mostly used to shed light on a phenomenon when little 
is known about the phenomenon, as it allows the researcher to gain insight and understanding 
from the perspective of an insider (Patton, 2002).  
This study employed a descriptive qualitative approach (Herrmann & Gauthier, 2008) 
to shed light on the experiences of family members with family caregiving when they are not 
themselves the primary person providing care. This is an experience that has been largely 
unexamined in the research literature to date. Descriptive qualitative research provides a 
comprehensive summarization of events experienced by individuals or groups of individuals 
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(Herrmann & Gauthier, 2008). Using a descriptive qualitative approach allowed for all-
inclusive disclosure, unbiased data discovery, and meaning analysis (Herrmann & Gauthier, 
2008). By this means, adult family members were able to share their experiences of when 
another family member took up the responsibilities of providing care to a relative with 
dementia. The researcher did not choose phenomenology because, although phenomenology 
would allow for the exploration of people’s individual experiences, undertaking a 
phenomenological study goes beyond the scope of a master’s degree. Phenomenology 
characteristically entails in-depth, long interviews with participants, and researchers 
sometimes will interview the same participants a number of times in order to have a full 
picture of the participants’ experiences with the phenomenon (Herrmann & Gauthier, 2008). 
Descriptive qualitative research was well suited to the study.  
Participants  
The Researcher used purposive sampling, specifically word of mouth, and snowball 
sampling to gather eight participants. Purposive sampling aims to seek out pertinent, 
information-rich participants and incorporates various methods for finding participants 
including organizational contacts (Neuman, 2005). According to Krippendorff (2013), 
snowball sampling is a means to reach unidentified populations through participants with 
whom contact has been established and is also a means to locate and recruit participants who 
may be difficult to access. This snowball method assists finding other potential participants 
who qualify for inclusion in a study through the recommendation of people previously 
interviewed (Krippendorff, 2013). 
The process the Researcher used to recruit participants also included a seniors’ 
outreach centre. The researcher delivered a package including the information letter and 
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copies of the project poster to the seniors’ outreach manager (see Appendix B & Appendix 
D). She asked for permission to display the study poster in common areas where potential 
participants would see them.  
Interested participants contacted the researcher through email and phone calls. Given 
the nature of this study and the focus, which was on family members, it was difficult to 
recruit participants. The first sets of participants were those who saw the study poster and 
gave the researcher a call to indicate their interest. The researcher developed leads from those 
participants to find others that qualified for the study. The first set of participants informed 
their friends about the study, and their friends indicated interest and contacted the researcher.  
When someone made contact to participate in the study, the researcher ensured they 
met the research criteria:  
(a) An adult family member of an individual who provided care to a relative with 
dementia 
(b) Between 18 and 41 years of age 
(c) Did or did not live with the individual with dementia 
(d) Speaks English 
I chose the age range to fill the gap in the study by Hou et al. (2015), which explored 
experiences of family members of caregivers but focused on younger family members aged 
25 years and younger. I also chose the upper age limit in an attempt to capture individuals 
who were daughters, husbands, and grandchildren who were in full time paid work. If they 
met the criteria, the researcher determined with them an agreed upon date, time, and a 
suitable place for the interview. Five participants elected to be interviewed in their various 
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offices, two in the family room in a Catholic church, and one on the balcony of a friend’s 
house. 
Eight individual participants were included. They were adult family members of 
people who provided care to a relative with dementia. The researcher stopped the participant 
recruitment after eight interviews because the researcher was hearing repeated information 
and believed that all of the participants’ perceptions and experiences that might be important 
were revealed (Neuman, 2005). Poulakis, Dike, and Massa (2017) were correct when they 
argued that this sample size was likely to allow data to achieve saturation—when new data 
does not provide further answers to the issue being explored. 
Data Collection 
The participants were interviewed for between 40 and 60 minutes using semi-
structured questions (see Appendix C and Appendix F). Before the start of the interview, the 
researcher introduced herself and reviewed the project information letter/consent form. The 
researcher provided participants with the informed consent form (see Appendix E) and 
informed them that the interview would be confidential and that their names and identifiers 
would not be used during transcription and/or in the study report. The researcher also 
informed participants that in order to protect their confidentiality and anonymity, a number 
would be assigned to each participant. The participants’ permission was received to 
audiotape the interview before the start of the interview. In addition to a verbal explanation, 
the researcher also gave participants consent forms that detailed the confidentiality 
precautions and their rights as a participant. Each interviewee received a signed copy of the 
consent. The researcher outlined the process of the semi-structured interview and their right 
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to decline to answer any of the questions and/or to end their participation in the interview at 
any time. Participants who required further clarification were encouraged to ask questions.  
As a means to protect participants’ emotional and psychological well-being, the 
researcher was attuned to any distress and asked the participants at the end of the interview 
what it was like for them to do the interview. To minimize any risk, the researcher gave all 
participants a list of resources in the community such as community mental health agencies 
and counsellors should they feel the need to utilize any of the services for support (see 
Appendix G).  
The researcher began to collect data through open-ended questions; this allowed 
participants to answer freely and produced detailed responses in their own words (Charities 
Evaluation Services, 2014). By recording the discussion, the researcher was able to listen and 
respond to the interviewee and avoid being distracted by trying to write down what the 
participant had said. However, the researcher wrote notes immediately after the interview 
about the context of the interview and her impressions. Further, audio recording also made 
certain that the interview was captured verbatim and provided all-inclusive data for analysis.  
Data Analysis 
The data analysis for this study was centred on Creswell’s (2013) approach. However, 
it was not an easy approach as the Researcher was not sure how to organize the several 
themes that emerged. This warranted her consulting with fellow students. During one of the 
consultations, the Researcher’s attention was drawn to Spencer, Ritchie, and O’Connor’s 
(2003) description of qualitative analysis, where the researchers argued there was no agreed 
specified process for qualitative data analysis. This argument was in line with Patton (2002) 
who concurred with the non-existence of agreed rules for analysis but beseeched researchers 
  
38 
to do justice in representing the data and providing insight into what the data represent given 
the purpose of the study. Having this information in mind, the Researcher used Creswell’s 
(2013) approach to undertake the analysis.  
In order to familiarize herself with the data, the Researcher transcribed the interviews 
herself and saved them onto a password-protected computer. This method of transcription, 
which aimed to recreate the interview experience, assisted in the process of analysis (Braun 
& Clarke, 2006). Thematic analysis was used to analyze the data. This was because thematic 
analysis is a highly inductive process, which meant that the themes are identified from the 
data and not pre-determined. Thematic analysis is a qualitative analytic method with the 
purpose of revealing patterns in data (Braun & Clarke, 2006). Thematic analysis provided a 
means to describe, in an organized way, the participants’ experiences and to elucidate the 
meaning of those experiences (Braun & Clarke, 2006). During the thematic analysis, the 
researcher followed Creswell’s (2013) approach that suggested the following steps of data 
analysis: the Researcher read the transcript several times so as to achieve immersion and to 
grasp all that was covered. The Researcher read and went through line by line to derive codes 
while listening to the audio file. The Researcher underlined particular phrases or words that 
stood out and used different colours to highlight the transcript into sections, marked the text 
off and assigned a tentative code, written in the margin next to each section. The Researcher 
searched the data set for repeated patterns of meaning, highlighting common words. The 
researcher particularly paid attention to listening to each of the audio files a number of times. 
She noticed that, by listening to the voices of the participants, it was easier for her to sense 
and have insight into each participant’s story, the pain/joy in their tone of voice, and 
emphasis on the major phrases or words.  
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According to Seidel (1998), qualitative data analysis involves observing, collecting, 
and paying attention to the participant’s story. Seidel (1998) emphasized that, as much as 
qualitative data analysis appears simple, it involves a complex process. The Researcher had 
read the transcripts a number of times, but it was when she listened to the audio recording of 
the interview that she noticed most of the major words. The Researcher wrote down any 
phrases or themes that stood out and also recorded these in her field-notes book. This was 
done in line with description of data analysis by Patton (2002), which entails “making sense 
out of what people have said, looking for patterns, putting together what is said in one place 
with what is said in another place, and integrating what different people have said” (p. 380).  
When she finished listening to and reading the entire initial eight interviews, the 
Researcher grouped keyword responses of each participant by question, being mindful of the 
differences and similarities in the responses. In some cases where she found considerable 
overlap in the responses, she made a list of them in order to uncover possible areas of 
divergence or intersection and to assist her to give further thought to the findings. The 
Researcher read each interview several times, and she repeatedly compared major terms from 
each interview to terms used in other interviews. She achieved this by searching for 
keywords within each transcript to compare each participant’s thoughts on the keywords. For 
example, the term “strained relationship” was searched in each transcript in order to have 
insight into how participants generally viewed this term and not just when providing answers 
that used this term. After the above process, the researcher reread each interview and then 
categorized the codes and developed them into themes. The Researcher went through the data 
thoroughly, paying attention to all data items and coding for as many potential themes as 
pertinent. After coding all the data, the Researcher collated them within each code. A long 
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list of various codes that reflected all the data was generated during correlation among codes. 
The Researcher searched for themes by reviewing and sorting the codes. Groups of codes 
that were related formed either main themes or sub-themes. The Researcher reflected on the 
data and reviewed the themes. To organize, define, and name themes and sub-themes was a 
challenge. Checking with fellow students and my supervisor was helpful at this point. 
The analytical process of this study was more challenging than the Researcher had 
anticipated. The Researcher sent several emails to her research supervisor to ensure she was 
completing her analysis correctly. During this process, the Researcher noticed the usefulness 
of asking questions of the data such as “why is this being said,” “what necessitated that,” 
“what does this mean to this participant?” Asking these questions made the researcher 
repeatedly go back to listen to the participants’ stories, thereby paying attention to any of her 
preconceptions.  
Rigour 
In order to achieve rigour, the Researcher applied several methods that support 
research validity. These methods were being truthful, reflexive journaling, and getting 
feedback. Personal reflexivity is one of the major aspects of her research. As a nurse who 
cared for individuals with dementia, the researcher has formed her views and beliefs about 
caring for individuals with dementia and family members. It is unrealistic for the researcher 
to assume she can put a separation between her personal views and beliefs and the research 
without having her views under check. After the end of each interview with a participant, the 
Researcher wrote down her thoughts, assumptions, and perceptions about the interview. This 
journaling ensured she attended to her assumptions that influenced her understanding of the 
participants’ perspectives. Van Den Hoonaard (2012) explained that reflexivity is used to 
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describe a Researcher’s sensitivity to the frequently understated manner that their personal 
environment, life experiences, worldview, and assumptions add to forming the data being 
collected and how it is analyzed.  
In order to ensure accuracy of the data, the Researcher used an audit trail to establish 
the rigour of the study by providing a transparent and detailed description of the research 
steps she took, how data were collected, how categories were derived, how the findings were 
reported, and how she made decisions throughout the process. The audit trail included all 
field notes. This assisted the Researcher to review what had been done, in addition to serving 
as dependability and conformability of the study (Mays & Pope, 2000). Participants were 
asked to indicate if they wanted a copy of the transcript. None of the eight participants 
indicated an interest in receiving the transcript. By implementing the above strategy, the 
validity and trustworthiness of the data were enhanced, and a more reflexive analysis of the 
data encouraged (Mays & Pope, 2000).  
Ethical Considerations 
The Research Ethics Board of the University of Northern British Columbia approved 
the proposed study (see Appendix A). For the purpose of ethical meticulousness, this study 
was conducted within the set ethical parameter of competence; the Researcher understood her 
limitations. Data were secured on a password-protected computer in password-protected files. 
Participants were advised that the interview was voluntary and that they had the right to 
withdraw from the study at any time.  
Lastly, the Researcher was attuned to the confidentiality issues of data and subject, 
the difficulties that could ensure from the consent processes, and any conflict of interest. 
There was no dishonesty of any form in this study, be it in planning, collection of data, 
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analysis, or reporting of the findings.  
Conclusion 
This study used a descriptive qualitative approach using an in-depth, face-to-face 
interview method to collect data from participants and a thematic analysis approach to 
analyze the data and develop themes. This approach elucidated details and aspects that were 
important in participants’ experiences. Family members of individuals who provide care to a 
relative with dementia were the focus of this study. The findings in this research, which 
included themes and sub-themes that were identified through the data analysis, are discussed 
in Chapter 4. 
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Chapter 4: Research Findings 
The purpose of this study is to gain insight into adult family members’ experiences as 
their family members provide care to a relative with dementia. Though the study participants 
were not the direct caregivers of the relatives with dementia, they stated that through 
observing their family members provide care to their relative with dementia, they could 
describe both the challenges and benefits associated with caregiving. Further, they shared the 
health issues that befell the caregivers. The participants shared their experiences as adult 
family members of individuals that provide care to relatives with dementia and went further 
to recommend how to assist the family caregivers and family members in order to minimize 
the challenges of caregiving.  
Six themes and six subthemes were identified from the analysis of the data:  
Some of the themes have sub themes namely: the theme, negative impacts of caregiving on 
families has three sub themes, which are: adult family members’ concerns about caregiver’s 
health, strained relationships, and lost time. The theme, positive impacts of caregiving on 
families has three sub themes namely: sense of satisfaction, relationship gain, and more 
family communications. The other four themes are: challenges of providing care; caregivers’ 
psychological and physical problems; stages of dementia and the impacts on families; and 
adult family members’ recommendation.  
The Participants  
Table 1 
Adult Family Members’ Employment Status and Relationship to Caregiver 
# of Participants 8 6 1 1 
Responses Full-time 
employment 
Daughter of 
caregiver 
Husband of 
caregiver 
Grandson of 
caregiver 
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Eight adult family members of family members that provide care to a relative with 
dementia participated in the study. All participants were currently employed full-time. Six 
participants identified themselves as the daughter of the caregiver, one participant identified 
himself as the husband of the caregiver, and one participant identified himself as the 
grandson of the caregiver. The participants ranged from 24 to 41 years of age. 
Table 2 
Care Recipient’s Living Situation 
# of Participants 6 1 1 
Responses 
 
Care recipient at 
home 
Care recipient at long-
term care facility 
Care recipient lived 
alone with support 
 
Six of the care recipients lived at home with the caregiver and adult family members. 
One of the care recipients had recently moved to a long-term care facility, and one lived 
alone with support. In the latter case, the caregiver went in several times a day to check on 
the care recipient that lived alone.  
Table 3 
Care Recipient’s Stage of Dementia 
# of Participants 0 7 1 
Responses 
 
Care recipient’s 
stage of dementia: 
Mild  
Care recipient’s 
stage of dementia:  
Moderate  
Care recipient’s 
stage of dementia:  
Severe 
 
None of the care recipients were in the mild stage of dementia. Seven of the care 
recipients were in the moderate stage, and one was in the severe stage of dementia. The 
stages of dementia were determined by the descriptions of the participants. 
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Challenges of Providing Care 
Providing care to an individual with dementia is challenging and complex due to the 
stress that caregivers encounter. Dementia caregivers provide care that is not only stressful 
but also involves long hours and is physically demanding. The adult family members 
reported that the challenges for both adult family members and caregivers of relatives with 
dementia were a result of the progressive nature of dementia. All of the participants 
described providing care to a relative with dementia as stressful. Providing care to a relative 
with dementia was said to be challenging due to the dependency of the care recipient on the 
family caregivers for the performance of activities and the duration and amount of care 
provided, which left both the caregivers and the adult family members feeling stressed. The 
caregivers performed daily activities for the relatives with dementia. These everyday 
activities included housework, grocery shopping, cooking meals, transportation, managing 
finances, setting up and supervising outside services, and ensuring the relative took his or her 
medication appropriately. The caregivers spent time in providing the needed structure to the 
care recipient’s daily routine and regularizing this routine within the limits of the care 
recipient’s impairment. They also provided social and emotional support such as going for 
walks with the care recipient and keeping them company. The caregivers also accompanied 
care recipients to physician appointments and advocated for them. 
The adult family members acknowledged that in addition to providing direct care 
such as helping the relative with dementia to prepare meals or assisting with self-care, 
caregivers faced the challenge of providing assistance with finances and other daily activities. 
Two adult family members talked about several responsibilities that came with caregiving, 
for example, having to step in and take up roles that the relative with dementia initially did. 
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For one adult family member, her “mom is taking on roles with going to appointments, and 
daily financial management” (Participant 5, lines 59–60). The same participant went further 
to say that her grandma, the individual with dementia, “has access to money as she wants but 
mom makes sure all the bills are paid” (lines 61–62)  
Another participant described it as role reversal: 
It’s definitely a bit of a role reversal. The last time we went out for a meal I had to 
help him put his hamburger together so that he could eat it and you know when they 
quickly go through the list of “What would you like?” and you know he is saying yes 
and no and I’m thinking “He doesn’t like yam fries and he never orders extra gravy.” 
You know, those behaviours start to change and if you don’t know him you think, “Oh 
ok he likes yam fries with gravy” but I quickly told the waitress “No he will just have 
regular fries and no gravy.” Um, so it’s like I said, it’s like a role reversal. 
(Participant 3, lines 138–144)  
In describing the challenges of providing care, one participant commented: “It is 
stressful for mom I know that for sure” (Participant 8, lines 113–114). The adult family 
members in this study further reported that caregivers of relatives with dementia were more 
likely to have challenges in their caregiving role than caregivers of people with other 
illnesses. The participants repeatedly described that even though they were not the primary 
caregivers, providing care was an overwhelming, challenging and stressful experience not 
just for the caregivers but also for the entire family. They reported that the caregivers had to 
endure the stress that comes from the care recipient’s memory loss, confusion, not having the 
ability to problem-solve, inability to complete activities such as balancing a chequebook or 
prepare meals on their own, and at times unusual behaviour and changes in personality.  
When asked to describe what it was like when the family member first started 
providing care for a relative with dementia, one participant explained, “my mom was really, 
really stressed out and not coping well with the changes” (Participant 4, line 207). One 
participant described the changes he noticed in the relative with dementia, who “started to 
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not be as organized, and not kind of be in the present or the person he was previously. He 
would forget things; he would not know what he wanted to order off a menu and it would be 
subtle and you know it shows up as oh maybe he just was distracted” (Participant 3, lines 17-
22).  
Having to deal with these changes in relatives with dementia made caregiving more 
stressful for caregivers. An adult family member described the effect caregiving stress had on 
the family caregiver as “frightening” (Participant 6, line 386). Another participant concurred, 
saying, “It is such a stressful and time-consuming care. I guess dementia caregiving demands 
a whole lot. Mom is constantly providing care to grandma, you can nearly say 24 hours in a 
day and you won’t be exaggerating” (Participant 8, lines 111–113). Participant 6 put it this 
way: 
I love mom and would have preferred things were different. I guess the nature of 
grandma’s illness made mom’s caregiving a challenge. I guess with dementia, where 
you have memory decline, the caregiving will be challenging compared to other 
illnesses like flu or even cancer because mom is always stressed. (Participant 6, lines 
261–265) 
Adult family members reported that family caregivers struggled to balance the 
caregiving duty and other responsibilities effectively. The inability to cope or find a balance 
between caregiving and other engagements made the caregivers more susceptible to 
exhaustion and mental health problems. The comments of one adult family member 
illustrated this concern: “If you see my mom, just one look at her will convince you she is 
completely drained, tired and exhausted” (Participant 8, lines 114–115). 
Adult family members reported that while stress may be seen as a general aspect of 
life, the stress that came with providing care to a relative left the caregivers vulnerable to 
physical and psychological damage. Some of the adult family members reported that it was 
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imperative to remember that stress happened at the occurrence of an imbalance between the 
caregiving demands placed on the caregivers and the caregivers’ ability or perceived ability 
to effectively manage the demands. The imbalance included having to manage competing 
caregiving demands such as going for hospital appointments, medication management, 
preparing meals, keeping the care recipient company, and cleaning with the demands of 
taking care of their own life, family members, and other responsibilities. Adult family 
members reported that providing care to a relative with dementia could itself be a full-time 
commitment and the additional responsibilities of taking care of oneself could lead to the 
caregiver being stressed.  
Some of the adult family members were particularly concerned that providing care to 
a relative with dementia came with numerous challenges as a result of the difficult nature of 
dementia caregiving. These challenges and difficulties rested with the family caregivers and 
added to their psychological and physical problems.  
Psychological and Physical Impacts on the Caregivers 
Even though providing care for someone at home has benefits, caregiving has 
psychological and physical impacts on caregivers. One adult family member described the 
impact caregiving had on the caregiver in the following way: “It’s really complicated for my 
mom, which increases her anxiety. So, I have noticed a lot of anxiety or depression so to say 
in my mom” (Participant 4, lines 26–28).  
One of the psychological impacts was guilt. The family caregivers had guilt and felt 
an obligation to continue performing tasks for the relative with dementia. For one participant, 
the guilt was an indebtedness to care for the vulnerable relative with dementia. The 
caregivers also had an obligation to other family members but the responsibility to provide 
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care to the relative with dementia became a priority. As one adult family member commented, 
“We try to talk her into taking things easier but I guess she has guilt in her. Mom feels she 
owes it to grandma to take care of her now that grandma isn’t able to take care of herself” 
(Participant 7, lines 176–178). Another participant related, “You’re dealing with guilt, you’re 
dealing with a loss, there’s a whole bunch of things you’re dealing with and then you’ve got 
to try and get down this path, and that’s I believe, probably the hardest part” (Participant 1, 
lines 612–614). 
The adult family members reported that in providing care to a relative with dementia, 
it was a common thing for caregivers to feel guilt for several reasons such as not wanting the 
responsibility of providing care, feeling embarrassed by the odd behaviour of the care 
recipient, or not being able to do more for the individual with dementia. They largely 
reported that providing care for a relative with dementia was a responsibility that impacted 
on many aspects of the caregiver’s life.  
In addition to the feeling of guilt, the overwhelming caregiving activities and not 
getting adequate rest posed a threat to caregivers’ overall health, which hampered other 
aspects of their lives such as socialization. Most adult family members reported that as a 
result of the negative overall health impact of dementia caregiving, caregivers missed the 
opportunity to engage in family activities. According to one adult family member, her mother 
“missed out in nearly all of the family meetings and celebrations” because “she became 
exhausted and drained nearly every minute of the day (Participant 7, lines 105–106). The 
participants linked the unavailability of the caregivers in other activities to the physical and 
psychological limitations forced on them by the caregiving duties, which interfered with their 
overall well-being and reduced social functioning. 
  
50 
Some adult family members reported that the challenges of caregiving were 
compounded by the fact that navigating the health care system was sometimes difficult. 
Some described this as the biggest problem. The comments of one adult family member 
illustrated this concern: 
You know if it doesn’t specifically have to do with my wife but I think the negotiation 
of the whole process and how you figure out what you need to do next and how you 
need to do it is probably the single biggest problem that anybody who is a caregiver 
needs to figure out. The process to get to where we are today, my wife had to find out 
on her own. It’s not a path that’s well laid out, and I’m sure it’s different for 
everybody, but the medical system, the getting people into long-term care, dealing 
with all those type of issues, there’s no handbook. And that’s probably the biggest 
thing that she has gone through this year, is just trying to figure out how to get down 
this road. (Participant 1, lines 604–612) 
Stages of Dementia and the Impacts on Families 
It is worth noting that adult family members reported that the stages of dementia 
posed different levels of demand and burden for the caregivers and family members. The 
caregiver’s burden of caregiving impacts family members significantly due to the progressive 
nature of dementia. As dementia progresses, the need for the caregiver to provide more care 
takes priority over the needs of other family members. The relatives with dementia had 
difficulty doing routine tasks that they had always done, for example, laundry, cooking, or 
using the phone, as the dementia progressed. The participants reported that performance in 
activities of daily living deteriorated differently at different stages of dementia, which in turn 
resulted in different types of burden for caregivers and family members, with the severe stage 
being the most challenging time. One of the participants said, “I get to see lots of people who 
are doing this on their own and I can’t imagine, especially later stages” (Participant 4, lines 
570–572). Another reported that the advancement of dementia for the care recipient meant 
more stress for the family. She said, “Grandma’s dementia, I will say, progressed rapidly. By 
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this rapid decline, my mom and the rest of us in the family were all stressed because mom 
was always trying to give the best to grandma” (Participant 7, lines 102–104). This adult 
family member commented that as dementia advanced, the caregiving responsibilities 
increased: “Yeah, so things kind of progressed gradually as they do with the level of support 
that my grandma required” (Participant 5, lines 29–31). It is important to note that even 
though the participant whose relative with dementia had not progressed to moderate stage, 
the adult family member still described her experience as “It has been challenging” (Line 59). 
However, the family members did not mention a difference in experiences due to the type of 
dementia.  
Negative Impacts of Caregiving on the Caregivers’ Family Members 
Given the progressive nature of dementia and the continuous care required, the entire 
family system was unavoidably affected. Providing care for a relative with dementia had 
negative impacts on family members as a result of several challenges they encountered. 
Providing care for a relative posed many obstacles as the caregivers balanced caregiving with 
other demands, including making time for other family members, being involved in 
important family activities, and attending to their own health. 
Adult family member concerns about caregivers’ health.  
As a result of providing care to a relative with dementia, the caregivers neglected 
their health, which was a cause for worry for the adult family members. Participants revealed 
that the caregiving took an emotional toll on the caregivers and given the numerous 
challenges of caregiving, the caregivers were unable to cope effectively with the caregiving 
responsibilities. One participant said, “I’m concerned for my wife and that’s she’s going to 
have some sort of a problem because she is doing too much (Participant 1, lines 334–337). 
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Another adult family member said she “feels frustrated knowing that mom is neglecting her 
health” (Participant 7, lines 180–181). Another family member concurred: “The challenge 
I’ve experienced or continue to experience is the fear of what will become of mom’s health 
in the future. If things continue the way they are right now, then I really worry about mom’s 
health” (Participant 7, lines 391–393). 
In describing their concerns, the adult family members explained that because the 
caregivers suffered ill health due to the demands of caregiving, their own relationships with 
the caregivers also suffered.  
Strained relationships.  
When participants were asked about their relationship with the family member that 
provided care to a relative with dementia and if anything had changed in that relationship, 
some reported a negative change. Most reported strained relationships with the caregiver 
because the caregiver spent most of their time with the relative with dementia and did not 
have time for other family members or other family activities. As well, the care recipient 
became the centre of attention and the caregiver focused all energy on caregiving and became 
unavailable for other family activities, thereby neglecting other family members. This 
unavailability left the adult family members sad and frustrated because they felt they were 
not getting the needed attention. One participant talked about having a strained relationship 
with the caregiver because the caregiver was stressed from providing care. According to the 
participant, “I have sacrificed some part of my relationship with my mom because she is also 
stressed from providing care to grandpa that it strained our relationship” (Participant 2, lines 
503–505). It is worth noting that one participant talked about the caregiver providing care to 
the relative with dementia for a longer time until the previous year when the care recipient 
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was moved to a residential care facility. Another adult family member commented about a 
strained relationship, “So unfortunately, right now the relationship is not great. It’s not that 
it’s negative, but you know there’s not a lot of relationship there anymore” (Participant 3, 
lines 202–204). The same participant went on to state, “It has drastically changed. The whole 
issue of grandpa having dementia, the stress, effort and time that come with the caregiving 
changed everything” (lines 238–240). 
Lost time.  
Providing care to a relative with dementia inevitably indicated a rise in the 
caregiver’s workload due to long periods of time spent providing care. The caregiving 
responsibilities were intense and time-consuming and therefore impinged on the time the 
caregiver and the adult family member could have spent together. Adult family members 
readily acknowledged that “caring for someone with dementia demands giving up your own 
time” (Participant 7, lines 269–270) and that caregivers spent most of their time providing 
care to the relative with dementia. Two adult family members put it this way: 
Yeah…but I mean we don’t get to spend much time together anymore. It’s 
heartbreaking though. I love mom and would have preferred things were different. 
(Participant 6, lines 260–262) 
Yes, time. Like I said earlier, time with my wife was lost because of her caregiving 
role to her dad. I mean spending time with my wife is paramount and I don’t get to 
spend as much time with her. (Participant 1, lines 546–548) 
Prior to caregiving, the caregivers and the adult family members spent time together 
doing most family activities. Some of the adult family members described giving up the time 
they initially spent with the caregivers as a sacrifice they had to make as a result of family 
dementia caregiving. As elaborated by one participant, 
I would usually spend time with mom doing literally everything together but that’s not 
the same anymore. I don’t know if I’ve mentioned this, but taking care of someone 
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with dementia like my grandma is so challenging, time consuming and stressful. So 
my mom hardly gets time to spend with me that much. So, yeah…that’s the sacrifice. 
(Participant 8, lines 540–544) 
However, it is important to point out that the caregivers did not deliberately avoid spending 
time with the adult family members; this adult family member admitted that the caregiver 
was “mostly tired” and the adult family member allowed the caregiver “time to get some rest” 
(Participant 8, lines 275–276). 
Positive Impacts of Caregiving on the Caregivers’ Family Members 
Interestingly, despite the challenges and negative impact caregiving had on family 
members, some of the adult family members in this study acknowledged that caregiving had 
a positive impact on them. They reported that caregiving could be an enhancing and 
enriching experience for family members. 
Sense of satisfaction.  
Several factors were involved in adult family members stating a sense of satisfaction 
as one of the positive impacts of caregiving. Some of the participants were excited to report 
that they felt satisfied because they were able to support the family caregiver in their 
caregiving responsibilities. In describing the joy derived from assisting the family caregiver, 
one adult family member said, “I feel good knowing that I support mom in her caregiving 
role to grandma in whatever way I can” (Participant 6, lines 323–325). Another adult family 
member related: 
The positive experience is that even though I get to spend little time with mom, I 
support and encourage her in her caregiving role to grandma. I mean we support 
each other more now than before. I mean I feel happy knowing that I can support 
mom; she is so stressed that any little support counts (laughs). (Participant 7, lines 
326–329) 
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Another participant recalled: “I really do support her and it gladdens my heart knowing I 
could support her. [Silence]…yeah” (Participant 8, lines 331–332). 
The adult family members reported that having a sense of satisfaction meant a sense 
of fulfilment with oneself and one’s accomplishment. The sense of satisfaction they reported 
repeatedly was attributed to their being able to assist the caregiver in addition to making both 
personal and family changes to accommodate the family caregiving. In describing their 
family schedule, one of the participants explained that they had to “change plans and just 
adjust how we live our lives to be able to support her and someone to be present all the time” 
(Participant 5, lines 524–525). Another participant stated, “As a family, not just me, we have 
had to change and adjust our plans to be able to be supportive to mom” (Participant 6, lines 
534–536). Adult family members described being able to make adjustments and provide 
assistance to the caregiver, which in turn eased the challenges of caregiving and gave them a 
sense of satisfaction for a job well done. 
Relationship gain.  
It is interesting to note that despite the fact that some of the participants reported 
having a strained relationship with the caregiver, some spoke about having a good 
relationship with the caregiver. One participant described the caregiver as her “best friend” 
(Participant 5, line 216) and went further to add “I love her; love her with all my heart” 
(Participant 5). Another participant put it this way: “I have [a] very good relationship with 
mom” (Participant 6). In spite of the challenges of caregiving, this participant still enjoyed a 
good relationship with the caregiver. She described how “we spend a lot of time together, on 
our own” (Participant 5, lines 217–218) and “we go and do yoga together and we’re very 
close” (Participant 5, lines 444–445). However, it is important to point out that this 
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participant’s relative with dementia had not progressed to the later stage. The care recipient 
lived alone and did most activities by herself, though under supervision.  
More family communication.  
Some participants described having opportunities for more family communication as 
one of the positive impacts dementia caregiving had on families. Communication within the 
family enabled the adult family members to express their concerns and shared ideas and 
thoughts with the caregiver. Some of the participants emphasized that it was through 
communication that they were able to bring the caregiver’s attention to the impact of 
caregiving on both the caregiver and family members. One participant explained that 
caregiving opened up the opportunity for communication between her and the caregiver. In 
her words, “recently I pretty much talk with mom” (Participant 7, lines 457–461). Another 
participant related, “We talk a lot in our family, we communicate, we talk about it a lot and 
support each other and just provide space to kind of feel that pain” (Participant 5, lines 439–
440). “Yes just bring her attention to it. I mean discuss issues with her, make her understand 
she is causing distress to herself and the entire family. Like talk things over with her” 
(Participant 8, lines 473–475) 
One of the participants, a health care worker, reported that she was able to educate the 
caregiver about dementia caregiving so that the caregiver would learn what to expect from 
the relative with dementia. She explained, 
I really try to talk with my mom a lot and especially because she is providing the 
direct care, she is being so stressed out. So really trying to support my mom and 
educate her on my grandma’s dementia, what her capabilities were and what they 
weren’t so that her expectations of my grandma were realistic. (Participant 4, lines 
427–430)  
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However, even though dementia family caregiving provided opportunities for more 
family communication, it was not always possible to resolve the problems: “We talk a lot 
about these things, but sadly things have not changed that much” (Participant 6, lines 451–
452). Another participant shared a similar experience of how “sometimes the discussions 
works, sometimes it doesn’t work” (Participant 7, lines 462–463).  
Adult Family Members’ Recommendations 
Within the interview process, adult family members were asked to give 
recommendations to families providing care to relatives with dementia. Most of the 
participants said that family members could be supportive to the caregiver. One participant 
recommendation was that, in addition to being supportive to the caregiver, family members 
should “understand what the person providing the care is going through and try to support 
him or her” (Participant 7, lines 665–667). Another participant gave similar advice that 
family members should “try and understand the caregiver’s stress and be supportive” 
(Participant 3, lines 626–627). One adult family member advised that working together as a 
family can balance each other’s shortcomings; he advised that the caregivers and the adult 
family members should “definitely work together as a family” (Participant 3, lines 622–623). 
One adult family member felt quite strongly about this, as is evident in the following excerpt: 
“Yeah, it’s important that as a family member, we provide support to the primary caregiver, 
yeah support is very important. It makes things lighter in a way” (Participant 1, lines 686–
688).  
It is important to note from the participants’ stories that adult family members 
providing support to the caregiver came with its own challenges. It is also significant to 
remember that given the huge pressure of caregiving on the caregiver, relationship strain 
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between the caregiver and adult family members seems inevitable; according to one 
participant, “when mom gets a little stressed we don’t get along very well” (Participant 2, 
lines 122–123). One of the adult family members highlighted that family members should 
realize that caregivers “might say or do something that’s maybe not intended to hurt the other 
person’s feelings, but can and vice versa” (Participant 2). Another participant was “so 
frustrated with mom for not being there most of the time because she is busy all the time with 
grandma’s care that anger begins to set in” (Participant 7, lines 466–468). However, one 
adult family member advised how to manage situations of anger and frustration. He advised 
that family members should “be patient with the caregivers when they get irritable especially 
if that wasn’t their personality prior to taking the role of caregiving” (Participant 6, lines 
657–658).  
In addition, most of the adult family members discussed the need to forgive. They 
highlighted that when one forgives, it creates an avenue to live a grudge-free life as opposed 
to withholding forgiveness, which bears down on the heart. Participants 7 and 6 commented, 
“My friend and I talked about forgiveness too. You just have to forgive otherwise you bear 
so much grudge in you” (Participant 7, lines 465–467) and Participant 6 said, “Be forgiving 
too. Sometimes mom’s irritability offends me but at the same time, I try to forgive her 
knowing that she is under pressure” (Participant 6, lines 658–660). 
Another participant felt very strongly about forgiveness, as seen in the following 
excerpt: 
Um, I think it’s listening and understanding the other person’s point of view and 
trying not to take things personally because there are underlying situations or they’re 
just really stressed out or tense so you have to kind of forgive what they said and 
move on and hope that things go back to normal the next day. (Participant 2, lines 
416–419) 
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The adult family members suggested that in order to forgive, family members should work 
towards “also understanding the other person’s point of view because it’s a trying and 
difficult time for everyone” (Participant 2, lines 616–618). For this participant, “when you 
forgive, it makes things easier for everyone” (Participant 7, lines 470–471). 
Most participants were quick to advise that both the caregiver and the adult family 
members should take care of themselves while providing care to the care recipient or support 
to the caregiver. To caregivers, the adult family members advised, “the number one thing is 
to take care of yourself” (Participant 4, line 628). According to the participants, given the 
time-consuming nature of dementia caregiving, leisure time may look like a luxury not 
possible for caregivers, but they owe it both to themselves and the relative they care for to 
carve it into their schedule. Spending some time doing something one enjoys could give the 
caregiver a much-needed break. One adult family member advised caregivers to “go for a run 
or join a swimming club or just do more things that are social to get out there and take care of 
yourself” (Participant 4, lines 636–637). As for the adult family members, while providing 
support to the caregiver, they should also “look after themselves” (Participant 8, lines 668–
669). The same participant went further to advise that family members should “take one day 
at a time and get some rest if need be” (Participant 8, line 670). 
Summary of Findings 
In summary, the themes and subthemes in this study demonstrate the participants’ 
unique experiences of being adult family members of individuals who provide care to a 
relative with dementia. The participants highlighted that providing dementia care had both 
positive and negative impacts for the caregivers and their family members. They talked about 
the worries families had about the negative effects caregiving had on the caregiver’s health.  
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Adult family members also shared stories illuminating the positive impacts of 
caregiving such as a sense of satisfaction, good relationships, and more family 
communication. My impression is that one of the most interesting and important findings of 
this research is that the challenges, which resulted in significant and sometimes frustrating 
and overwhelming experiences, did not deter the adult family members from providing 
support to the caregivers whenever possible. The adult family members largely encouraged 
families in similar situations to be supportive of the family caregivers. 
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Chapter 5: Discussion and Conclusion 
The purpose of this study is to have insight into caregiving from adult family 
members’ perspectives. The adult family members in this study shared their perceptions of 
their family members providing care to a relative with dementia. The findings of this study 
clearly demonstrate the benefits and challenges of dementia family caregiving.  
The interviews with adult family members highlighted that the caregivers spent most 
of their time providing care to the relatives with dementia and did not have time for other 
family members or family activities, which strained caregivers’ relationships with the adult 
family members. The term “strained relationship” arose frequently within the interviews, and 
it became essential to clarify the meaning of the term as the participants described it. The 
adult family members described experiences of strained relationship that correspond to the 
following definition: (a) “antagonized to the verge of open conflict” (para. 2) and (b) 
“difficulty characterized by a loss of closeness or cordiality” (para. 4) (Webster’s New World 
College Dictionary, 2014). The time-consuming nature of dementia caregiving, which made 
caregivers unavailable to other family members or for family activities, contributed to 
relationship strain between the caregivers and adult family members.  
Relationship Strain 
Providing care to a relative with dementia is important because it gives the individual 
with dementia the opportunity to stay with their loved ones at home for as long as possible 
(Brodaty & Donkin, 2009). However, some of the adult family members in the current study 
repeatedly spoke of the challenges the caregivers encountered in providing dementia care 
while also trying to be available to other family members and family activities. These two 
goals were often not compatible and led to a strained relationship between the caregivers and 
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the adult family members. Some of the concerns the adult family members pointed out as 
worrisome were that the burden of caregiving was enormous and caregivers coped 
ineffectively, which increased the caregiver’s stress. This posed a challenge to the 
relationship between the adult family members and the caregiver as the caregiver was 
overwhelmed by caregiving. At such times when the caregiver was stressed and did not have 
time for family members or activities, they “don’t get along very well” (Participant 2).  
Given that the caregivers make caregiving a priority, families are often affected by 
the caregiver’s responsibility of caring for a relative. As some authors (Chang, Nitta, Carter, 
& Markham, 2004; Che et al., 2006; Gitlin & Wolff, 2012) have pointed out, a lack of time 
and lack of energy are the contributory factors behind the caregivers not being able to attend 
the same social events as they did prior to taking up caregiving responsibility. Similarly, 
other research has found that caregivers were too tired and did not have the same energy and 
time to be involved in relationship building and active and attentive communication as they 
did prior to caregiving (Hwang et al., 2009). Other studies also reported that providing care 
limits the time the caregivers have for themselves, which affects social life and causes 
relationships with other family members to be strained (McCann et al., 2011). 
This study found that the caregiver’s role of mother or significant other was lost in 
the role of caregiver, and other family members highlighted this change as damaging to their 
family relationship with the caregiver. When these concerns and role conflicts are embedded 
in day-to-day experiences of families, both the caregivers and the adult family members may 
experience relationship strain. Walker et al. (1995) argue that role strain and role conflict 
complicate the loss of relationships between caregivers and family members. As dementia 
progresses for the care recipient, the need for the caregiver to provide more care takes 
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priority over the needs of and relationships with other family members (Navab et al., 2012). 
Over the years there has been much research on relationship strain among caregivers and 
family members (do Rosário de Menezes et al., 2013). The current study’s findings are 
consistent with previous research findings on relationship strain among caregivers and family 
members. Despite the continued interest in the topic of relationship strain, there appear to be 
several contributory factors defining characteristics of this concept. However, a more recent 
description of relationships strain by do Rosário de Menezes et al. (2013) which reported 
relationship strain as increased tension and fragility in relationships may prove valuable as it 
relates to the experiences of the adult family members in the current study. 
Contributory factors of relationship strain between caregivers and adult family 
members include stress, tiredness, and exhaustion, which ultimately lead to the caregiver not 
having enough time to spend with family members (Hwang et al., 2009). Many of the adult 
family members in this current study highlighted these factors when they described their 
relationships with the caregivers. However, it is important to note that, given that some of the 
caregivers had good relationships with adult family members prior to caregiving, the 
relationship strain due to caregiving could be distressing to the caregivers as well. Since the 
current study did not interview caregivers, it can only be said that these assumptions are 
consistent with the work of Schulz and Martire (2004), who posited that relationship strain 
and conflict between family caregivers and other family members contribute to the 
caregiver’s stress. Participants’ experiences lend support to Schulz and Martire’s supposition 
from the perspective on those in relationship to caregivers. This is consistent with Wong et 
al.’s (2015) findings, as they reported about relationship even though the study’s initial intent 
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was not to study relationships. Adult family members in the current study certainly described 
relationship strain with the caregivers as one of the negative impacts of caregiving.  
Health Concerns 
Adult family members in this study reported that they were concerned about the 
caregiver’s health because of the day-to-day challenges and stresses the caregiver 
encountered in caregiving. In order to have insight into adult family members’ concerns 
about the caregiver’s health, it is imperative to reflect on what providing care to an individual 
with dementia entails. Providing care is, by nature, a difficult and demanding responsibility 
(McCann, Bamberg, & McCann, 2015). The adult family members reported that the 
caregivers spent long and challenging hours taking on roles the individual with dementia did 
independently prior to having dementia. These roles include but are not limited to going to 
appointments, daily financial management, going for walks, and medication management. 
Taking on these responsibilities had several negative effects on the caregiver’s health, 
causing depression, anxiety, and exhaustion among other health problems, which some of the 
time resulted in hospital visits. The adult family members in the current study frequently 
described the caregiver’s health as worrisome. These findings are consistent with McCann et 
al.’s (2015) finding that caring was a physically and emotionally draining task which has 
detrimental effects on the caregiver’s health. Other studies that have similar findings reported 
that caregivers experience problematic physical and emotional health as well as lack of social 
well-being (Balducci et al., 2008; Bruvik et al., 2013). Often, the burden of providing care 
could have huge unwanted effects on the caregiver’s ability to look after his or her own life, 
which manifests as psychological distress, including anger, depression, and anxiety (Bruvik 
et al., 2013; Ulstein, Wyller, & Engedal, 2008). Bruvik et al. (2013) also emphasized that not 
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only is the caregiver’s health but also the whole family’s emotional well-being is negatively 
affected.  
One unexpected but important finding in this study was adult family members’ 
concern regarding the caregiver’s unwavering commitment to providing care to the point of 
neglecting everything including their health. The adult family members reported that a key 
reason why the caregivers continued to provide care despite the challenges and negative 
health effects was guilt. One of the participants described why her mother (the caregiver) 
experienced guilt. She contended that it was an overwhelming self-imposed desire to look 
after the individual with dementia who had cared and nurtured the caregiver from birth 
(Participant 6). Similar to Participant 6’s statement, McCarty (1996) in his grounded theory 
study of seventeen daughter caregivers, reported that the overwhelming feeling of 
responsibility to care for someone with dementia was largely ascribed to a sense of “payback.” 
Further, most of the participants in Wuest, Ericson, Stern, and Irwin’s (2001) study indicated 
that they felt obligated to provide care for a parent with Alzheimer’s disease despite the 
challenges of caregiving. Hou et al. (2015) argued that family obligation was important in 
sustaining family caregiving.  
In order to contextualize the adult family members’ comments regarding caregiver 
guilt in the current study, it is helpful to explore these within the context of definitions of 
guilt. Ornstein (2014), a psychologist, in her work on the transformation of guilt into a sense 
of responsibility, offered a helpful insight into what guilt is. She defined guilt as being 
“experienced as an oppressive affect that can paralyze and inhibit action and may also 
motivate self-abuse “ (Ornstein, 2014, p. 677). This guilt feeling on the part of caregivers is 
consistent with what is described in the work of Losada, Marquez-Gonzalez, Penacoba, and 
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Romero-Moreno (2010), who also postulated that caregiver’s distress largely related to the 
feelings of guilt. Gonyea, Paris, and de Saxe Zerden (2008) stressed the need for family 
members to understand the effect of guilt on caregivers. However, in contrast to their 
argument, Abramson (2004) argued over a decade ago in her work on the subject of how to 
provide care without losing yourself that it was the caregiver’s responsibility to be in control 
of how they react to situations such as caregiving in which they have limited control.  
Of note are the findings in the current study where family members reported that not 
all the family caregivers experienced negative effects of providing care to a relative with 
dementia. These findings were in alignment with those of Cohen et al. (2015) who also found 
that some but not all caregivers experienced negative effects of providing care. Similarly, 
Liew et al. (2010) argued that caregivers could simultaneously experience both positive and 
negative impacts of caregiving. The discrepancies in negative effects of caregiving contradict 
common perceptions that all caregivers who provide care to an individual with dementia 
suffer alarming ill effects from this responsibility (Bass et al., 2012). Indeed, over 24 years 
ago Farran, Keane-Hagerty, Salloway, Kupferer, and Wilken (1991) argued that a lot of 
caregivers cope positively with the challenges of caregiving and experience caregiving as a 
satisfying and rewarding experience. 
Positive Impacts  
Participants in this study acknowledged benefits associated with being adult family 
members of an individual who provides care to a relative with dementia. The participants 
reported that they assisted the caregiver in providing care. Most reported having to change 
and adjust their plans in order to support the caregiver. The participants said they ensured 
there was always someone available to provide care when the primary caregiver was away or 
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too exhausted. To the adult family members, being able to support the caregiver or provide 
direct care was experienced as a thing of joy. One of the adult family members discussed her 
experience of assisting the caregiver as an act that gladdens her heart and brings fulfilment. 
These findings are consistent with the work of Peacock et al. (2010), who found that 
caregivers experienced a sense of satisfaction when they carried out caregiving duties. 
Likewise, one adult family member reported she felt good knowing she could take on the role 
of a caregiver to support the primary caregiver and the primary caregiver appreciated that 
(Participant 5). Although the study participants were not the primary caregivers, the 
comments of participant 5 in the current study aligned with the finding of Lloyd, Patterson, 
and Muers (2016), which stated that the feelings of joy and fulfilment gained through 
providing care were linked to the caregiver feeling appreciated.  
It is important to remember that the adult family members in the current study were 
not the primary caregivers but not only supported the caregivers but also provided direct care 
to the relatives with dementia on occasion. The participants’ comments about providing care 
despite not being the primary caregiver aligned with the work of Hou et al. (2015), who 
studied young adults’ experiences of their parents caring for a relative with dementia. Hou et 
al. (2015) found young adults to be the “hidden participants in a family caregiving trajectory, 
and partners in providing care” (p. 6). The findings of the current study taken together with 
that of Hou et al. (2015) reveal that continued inclusion of other family members is necessary 
when a family member wants to start providing care to a relative.  
Relationship gains.  
Some of the adult family members in this study felt they had a close bond with the 
caregivers because of caregiving. This feeling was amplified when the adult family members 
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explained that they engaged in activities to support the caregivers, which in turn strengthened 
their bond. The positive aspect of caregiving, which includes relationship gain, has been well 
established in the literature (Cohen et al., 2015; Lloyd et al., 2016; Peacock et al., 2010). Not 
only does relationship gain reduce the caregiver’s stress, but it also provides opportunities to 
strengthen relationships and emotional closeness between caregivers and family members 
(Lloyd et al., 2016). The participants revealed that being adult family members meant having 
the opportunity to spend time assisting the caregivers, really getting to know them well and 
appreciating their strengths. These findings of relationship gain were similar to those of 
Jervis, Boland, and Fickenscher (2010) and Netto, Goh, and Yap (2009), who also found that 
family caregiving provided relationship gain between caregivers and family members. In the 
current study, some of the participants referred to the close bond with the caregivers as a 
positive outcome of caring for a family member with dementia.  
On a positive note, some of the adult family members in the current study enjoyed 
“giving a helping hand” despite the difficulties of caregiving. A striking finding of the 
current study was the remarkable way in which some of the participants sought outside 
support when they felt overwhelmed and their relationship with the caregivers became 
threatened because of the challenges of caregiving. Some adult family members reported 
having to adopt strategies to cope in order not to have strained relationships with the 
caregivers. Some said they drew strength from supportive friends in similar situations by 
discussing, sharing experiences, and supporting one another. Others said they drew strength 
from forgiving the caregiver who may hurt family members out of stress and irritability. The 
family members said these helped strengthened their relationship with the caregivers. 
Interestingly, these findings echo those described by Lloyd et al. (2016), who argued that 
  
69 
positive aspects of caregiving “did not simply appear, but were achieved through the choices 
and strategies adopted” (p. 1553). Likewise, Donovan and Corcoran (2010) stressed the 
importance of drawing strength from a number of sources including supportive friends, 
family or service in order to remain positive. Making oneself available to these sources of 
strength helps maintain a balance and ensures continued caring even in the face of difficulties 
(Lloyd et al., 2016).  
This report by the adult family members on the positive aspects of caregiving is 
useful and beneficial as it could contribute to the development of interventions to support 
family members who encounter difficulties when a family member takes on the role of 
providing care to a relative with dementia.  
Summary 
Building upon the well-documented knowledge that family dynamics is a central 
element in dementia care, this qualitative descriptive study furthers the understanding of 
caregiving by focusing on the experiences of adult family members. Adult family members 
are strongly impacted by the challenges of caregiving. Findings from the data in the current 
study revealed the challenges of being an adult with a family member that provides care to a 
relative with dementia. Regardless of the many challenges associated with family members 
caregiving, the adult family members remained committed to providing support to the 
caregivers when needed.  
Implications for Practice 
There is an indisputable need for continued inclusion of adult family members when 
planning caregiving interventions. It is also vital that more enhanced commitment to and 
support of adult family members is in place when a family engages in providing care to a 
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relative with dementia. One example of that is the putting in place of a Representation 
Agreement (RA7). This will allow adult family members to be involved in care planning 
when a family member wants to take up the responsibilities of care caregiving. 
Representation Agreement RA7 is a legal document in British Columbia used for individual 
planning/advanced care planning (British Columbia Ministry of Health, n.d.). An adult may 
choose a representative that would make decisions, or make decisions on behalf of the adult, 
with regards to health care and personal care, the regular management of financial matters, 
and acquiring legal services for the adult and directing counsel. The required capabilities for 
making an RA7 differ from other legal documents such as giving informed consent to health 
care or signing a contract or a Will (British Columbia Ministry of Health, n.d.). The RA7 Act 
acknowledges that being capable entails numerous factors because each individual and 
situation is different. Adult family members should be privy to any arrangements or pattern 
of care agreed between the family caregivers and the care recipient’s treating team as they 
relate to the expectations of the adult family members.  
The majority of adult family members in this study reported to the researcher that (a) 
caregiving could be an enhancing and enriching experience for family members; (b) they felt 
a sense of satisfaction because they were able to support the family caregiver in their 
caregiving responsibilities, and this sense of satisfaction meant a sense of fulfilment with 
oneself and one’s accomplishment; (c) they made adjustments and provided assistance to the 
caregiver, which in turn eased the challenges of caregiving; and (d) they stressed the need for 
adult family member and caregiver to work together as a family.  
Based on this information, it is important that nurses, social workers, and counsellors 
work towards promoting a higher sense of satisfaction by addressing the adult family 
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member as an individual within the care dynamic instead of a person living with a relative 
with dementia. Nurses, social workers, and counsellors might help families manage 
expectations by providing proactive educational sessions where families are educated on 
what caregiving entails and what to expect of the caregiver. In addition to concentrating on 
individual identity, health care providers working with this population should encourage 
adult family members that their experiences are as important as those of the caregiver. 
Limitations 
This study clearly offers various and valuable information related to the experiences 
of adult family members as other family members provide care to relatives with dementia. 
However, there are numerous limitations inherent in the study. Being a novice in research 
and undertaking her first qualitative research project, the researcher has tried to the best of 
her knowledge to justly and precisely represent and communicate the data participants shared 
with her. The researcher is, however, not oblivious to the fact that her interpretations are 
open to human error. Although participants were informed of the option to verify the 
accuracy of the data when transcribed, none chose to see the transcripts. With the researcher 
being new to the study community and the participants recruited from that city, it is unclear if 
the findings would be found in studies done elsewhere. The findings of the study were based 
on a small group of participants at one point in time, and as such will not be generalized. 
Nevertheless, the quality of experiences presented by the adult family members provides 
insight into dementia family caregiving that can assist in enhancing interventions for 
caregivers and family members alike.  
Putting culture into consideration, it is important to note that participants in this study 
were a fairly homogenous group of Euro-Canadians. If interviews were conducted on 
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perhaps recently arrived individuals from other countries/culture, the findings may be 
different.  
Future Research 
The current study has highlighted that adult family members drew strength from 
supportive people in similar situations by discussing and supporting one another, which in 
turn strengthened their relationship with the caregivers. It may be useful to explore the 
relationship between caregivers and adult family members without support. This could be 
accomplished through researching dementia family caregiving in less populated rural areas 
where family members may be less likely to have support. Likewise, it would be helpful to 
build on this study by replicating the inquiry with adult family members who live in other 
urban communities to evaluate if the findings might differ.  
The current study also provides insight into the significant challenges that adult 
family members experience when their family member takes on the responsibility of 
caregiving. It would be remarkable to look at the connections between family members’ 
distress in relation to family caregiving and relate this study to the studies on exhaustion 
and/or shock in caregiving.  
Conclusions 
A family is a social unit in which two or more individuals related by blood, marriage 
or adoption are engaged in a shared commitment to the joint relationship. The study literature 
clearly defined that family members are vital in providing caregiving. The findings of this 
study provide new insights and add to the existing literature on caregiving by highlighting the 
experiences of adult family members. Adult family members indicated that the strained 
relationship with the caregiver and the negative impact of dementia caregiving created a huge 
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challenge for them. Nevertheless, despite the huge challenges, adult family members 
remained willing and committed to providing support to the family caregiver. The current 
study finds that adult family members are important but under-acknowledged contributors to 
family caregiving. How adult family members’ contribution to and support of family 
caregiving are perceived and acknowledged is of great importance and ultimately impacts 
both the caregiver and the entire family. This is a concern that both nurses and social workers 
should look into. It is important that every person who in any way contributes to dementia 
family caregiving perceive himself or herself as appreciated and contributing to this 
challenging responsibility. 
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Appendix B  Study Poster 
 
PARTICIPANTS NEEDED FOR RESEARCH ABOUT CARING FOR A FAMILY MEMBER WITH 
DEMENTIA 
 
UNBC graduate student is looking for family members between the ages of eighteen and forty of 
individuals with dementia and who are willing to be interviewed.  
This graduate student research is about the perspectives of family members b tween the ages of eighteen and 
forty of individuals who provide care to relatives with dementia 
What do you have to do?  
Contact the student researcher either by email or phone using the contact information provided below to learn 
more about the study and/or to arrange an interview.  
How much time will it take?  
Each interview will take about 30 to 60 minutes.  
Where will the interview take place?  
The interview will take place at a safe and comfortable location in the community. The participant and the 
researcher will decide this location.  
Information shared for the purpose of this study will be kept confidential.  
 
 Contact Okorie Nkiruka at cell number: 778-215-6794  
email: okorien@unbc.ca  
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Appendix C  Interview Questions 
 
Semi-Structured Interview Questions 
1. Tell me about when your relative first started providing care for a family member with dementia? 
 a. What was it like for you? 
2. Tell me about your relationship with your relative that provides care for a family member with dementia? 
 a. Has it changed? 
3. Tell me about a positive experience of your relative providing care for a family member with dementia? 
 a. What makes it a positive experience? Give example 
4. Tell me about a challenging experience you’ve had as a result of your relative providing care to a family? 
 a. What made it challenging? 
b. How/what strategies did/do you utilize to overcome the challenges? Give example 
5. Have you had to make sacrifices as a result of your relative providing care to a family member? 
 a. If so, can you tell me the sacrifices? 
 b. How do you continue meeting your own needs? 
6. What recommendations would you make to other family members of individuals that provide care for a 
relative with dementia? 
7. Is there anything else you wish to tell me about your perception or experience with your family member 
providing care for a relative with dementia? 
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Appendix D  Information Letter 
 
Caring for a Family Member with Dementia 
  
Who is conducting the study? Nkiruka Sandra Okorie  
Faculty Supervisor: Martha MacLeod, Professor and Chair, School of Nursing, U iversity of Northern BC. 
3333 University Way, Prince George, B.C., V2N 4Z9. E-mail: macleod@unbc.ca  
Student Researcher: Nkiruka Sandra Okorie, Community Health Science (MSc Program) Student c/o 
University of Northern BC  
3333 University Way, Prince George, B.C., V2N 4Z9 
Email: okorien@unbc.ca Cell phone: 778-215-6794  
As a graduate community health science student at the University of Northern British Columbia, I am required 
to conduct research and develop a thesis based on the findings.  
Why are we doing this study? 
The aim of this research is to explore the experiences and perspectives of family members of individuals who 
provide care to relatives with dementia.  
Why are you being asked to take part in this study? 
• You are being invited to take part in this research study because you are a family member of an 
individual that provides care to a relative with dementia.  
• We are inviting people like you who are family members to help us. 
• We are doing this study to learn more about the experience and perspective of family members of 
individuals with dementia. 
• All participation is completely voluntary.  
• You can refuse to answer any questions that make you feel uncomfortable, and you have a right to 
withdraw from the study at any time, without giving a reason. 
•  If at any point you choose to withdraw from the study, any information provided up to that point 
would be withdrawn and securely destroyed, unless you explicitly consent to your information being 
retained and analyzed.  
What happens if you say “Yes, I want to be in the study”? 
If you say ‘Yes’, here is how the study will be conducted: 
• I will ask you about your experience and perspective when a family member of yours takes on the 
responsibility of providing care to a relati e w th dem nti 
• The interview will take place at a safe and comfortable location in the community. You and the 
researcher will decide this location. You will be interv ewed for up to 30 to 60 minutes. 
 Is there any way that participating in this study could harm you? 
• I do not think there is anything in this study that could harm you.  
• Some of the questions I ask might upset you.  
• If, at any point in the study, you feel uncomfortable or upset and wish to end the interview or your 
participation, please notify m  immediately and your wishes will be respected. 
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As a means to protect your emotional and psychological well-being, at the end f the interview, I will ask you 
what it was like for you to do the interview. If you wish, I will give you a list of support res rce  in the 
community, such as community mental health agencies as well as counsellors. These support agencies include: 
• First Link Bulletin: your link to dementia support, 250-564-7533 
• Family Caregivers Support Group: Toll-free: I-866- 564-7533 
• Tele-Support Group: 604-675- 5154 or toll-free 1-800-936- 6033 or email: jcameron@alzheimerbc.org 
• Crisis Centre: 1-800-784-2433 
• Walk in clinic: Lakeshore Medical Clinic, 250-764- 8878 
• Emergency department: 250-862-4000; Toll free 1-888-877- 4442 
Will being in this study help you in any way? What are the benefits of participating? 
• You will have the opportunity to explore your experiences with dementia caregiving and being a 
family member of individual who provides care to a relative with dementia. You will have the 
opportunity to consider what worked for them and your family and what did not work.  
• Your participation will help me and future researchers, to better understand the perspective of family 
members and dementia caregiving so that better family-oriented care can happen. 
How will your identity be protected? How will your privacy be maintained? Measures to maintain 
anonymity and confidentiality 
• You will be assigned a fictitious-nam  to pro ect your identity and any potentially identifying 
information will be removed or altered in the data. 
• There will be no identifying information included in the final study findings. 
• With your permission, I will audio record the interview.  
• Only my supervisory committee of three UNBC professors (who are all obliged to respect your 
confidentiality) and I will have access to the information provided in intervi ws.
•  The written and digital recordings of the interviews will be locked in a safe in the researcher’s 
residence, and the voice recordings will be transcribed into computer files. The computer files will be 
protected by passwords. The compute  files and transcripts will be destroyed no later than five years 
after I have defended my thesis. 
Feedback  
To confirm accuracy and content of the study data, I will offer you a copy of the transcribed interview 
through the secure Sync Cloud storage system t  review before proceeding to write the study findings. You will 
have one week to give me feedback on the transcript. If at the end of one week, I have not received feedback 
from you, I will proceed with writing the study findings under the assumption that no cha ges were n eded.  
I will also offer to give a summary of the study once it is completed, along with a link to the library 
holdings. Please indicate in the consent form if you would like to receive a copy of the study.  
Dissemination of Findings 
• The final study will be published as a thesis and potentially published in relevant journals and other 
publications, or presented at conferences.  
Will you be paid for your time/ taking part in this research study? 
• There is no compensation for the time you take to be in this study. 
Who can you contact if you have questions about the study? 
• If you have any questions about what I am asking of you, please contact me either by email or phone 
number listed at the top of the first page of this form. 
Who can you contact if you have complaints or concerns about the study?) 
If you have any concerns or complaints about your rights as a research participant and/or your experiences 
while participating in this study, contact the UNBC Office of Research at 250-960 -6735 or by e-mail at
reb@unbc.ca  
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Appendix E  Research Informed Consent 
Participant Consent and Withdrawal  
 
Taking part in this study is entirely up to you. You have the right to refuse to participate in this study. If you 
decide to take part, you may choose to pull out of the study at any time without giving a reason and without any 
negative impact on your for example, employment, class standing, access to further services from the 
community centre, day care, etc.  
 
CONSENT 
I have r ad or been described the information presented in the information letter about the project:  
YES   NO 
I have had the opportunity to ask questions about my involvement in this project and to receive additional 
details I requested. 
YES   NO 
I understand that if I agree to participate in this project, I may withdraw from the project at any time up until the 
report completion, with no consequences of any kind. I have been given a copy of this form. 
YES   NO 
I agree to be recorded     
YES   NO 
Follow-up information and feedback (e.g. transcription) can be sent to me at the following e-ma l or mailing 
address (if applicable):  
YES   NO 
If YES, here is my contact information    
 
 
 
Signature (or note of verbal consent):  
 
Name of Participant (Printed):  
 
Date:  
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Appendix F  Demographic Questionnaire 
Participants’ Demographic Questionnaire 
 
1). What is your age?  
? 18-23 yrs  
? 24-29 yrs  
? 30-35 yrs  
? 36-40 yrs 
? 41-43 yrs 
2). What is your ethnicity? 
  ? First Nations 
? Metis 
? Inuit 
? Caucasian  
? Other (please specify) 
3). What is the highest level of education you have completed?  
 ? Elementary School 
 ? Middle school/Junior high school 
 ? High School Diploma 
 ? Post secondary  
• Towards what degree, certificate, diploma? 
 
 
? Graduate post-sec ndary institution  
•  Towards what degree, certificate, diploma? 
 
  
4). What is your relationship status to the individual that provides care for a relative with dementia? 
 ? Daughter 
 ? Son 
? Husband 
? Wife 
 ? Other (please specify) 
5). Are you presently employed? 
 ? yes 
 ? no 
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6). If you are presently employed, what is your employment status?  
 ? Full-time 
 ? Part-time 
 ? Casual 
 ? Shift work 
 ? Other (please specify) 
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Appendix G  Support Agencies 
• First Link Bulletin: your link to dementia support, 250-564-7533  
• Family Caregivers Support Group: Toll-free: I-866-564-7533 
• Tele-Support Group: 604-675-5154 or toll-free 1-800-936-6033 or email: 
jcameron@alzheimerbc.org 
• Crisis Centre: 1-800-784-2433 
• Walk in clinic: Lakeshore Medical Clinic, 250-764-8878 
Emergency department: 250-862-4000; Toll free 1-888-877-444 
 
